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ABSTRACT

The thesis of the present paper is that CBR is not adequately defined by its
activities but even more importantly, by the way these activities are carried
out. It therefore aims to summarise the draft CBR guidelines of WHO/ILO/
Unicef in three all-embracing principles: Inclusion of persons with
disabilities in mainstream society, Empowerment of persons with disabilities
to fully participate in society and to set their own life goals and
Sustainability of CBR programmes so that these can provide basic disability
services and work with disabled persons and society to break down
barriers. Sound CBR principles have the potential to guide the development
and application of CBR in different eco-social contexts.

Reviewing existing work with people affected by leprosy in the light of
these CBR principles will make it easier to formulate new strategies in line
with the vision contained in the CBR guidelines and in the UN Convention
on the Rights of Persons with Disabilities. This means re-thinking the way
in which existing interventions in the areas of health care, education,
livelihood and social life are implemented and where necessary designing
new ones. This paper gives pointers for issues to be addressed in such a
process. New WHO policies seek to promote the integration of rehabilitation
programmes for persons with disabilities and persons affected by leprosy.
Some experiences from the field with inclusion of |eprosy-affected persons
in multi-disability self-help groups and disabled people’s organisations
are presented.
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INTRODUCTION

Following onfrom their joint position paper (1), WHO, ILO and UNICEF agreed to develop
guidelines, with full stakeholder participation which would provide aframework for CBR,
and would highlight best practicesinthefield, so asto make CBR an effective multi-sectoral
strategy (2, 3). An advanced draft of these guidelines was discussed at the first Asia-Pacific
Community-Based Rehabilitation (CBR) Congressin Bangkok, in February 2009. The draft
counted 374 printed A4 pages and was summarised in the CBR matrix. Thismatrix consists
of five columnsheaded Hedl th, Livelihood, Education, Social and Empowerment. Each column
included five areas of activity which could legitimately be considered part of community
based rehabilitation. The guidelines used six principles of CBR as a unifying concept (2):
Inclusion, Participation, Sustainability, Empowerment, Self-advocacy and Barrier free
environment.

This paper seeks to emphasise and unpack the principles of CBR. One could argue that the
CBR matrix identifies activities which could or should be included in CBR, but that doing
those activities does not make one’s programme a CBR programme. It is not only about
doing the right things but also about doing them in the right way. That | atter aspect needsto
be defined by principles. The draft guidelines themselves recognise that CBR needs to be
expressed differently in different cultural and socio-economic contexts. This ‘translation
process should in the authors’ view be guided by sound principles which will help clarify
whether the new expressions can be truly called CBR. In particular, the authors’ quest isto
understand the guidelines and their consequencesfor working with people affected by leprosy
(4). Reviewing existing work in the leprosy field inthe light of CBR principleswill make it
easier to formulate new strategiesin linewith thevision contained inthe guidelinesand inthe
UN Convention on the Rights of Personswith Disabilities (CRPD) (5). Thus, the purpose of
this paper is to summarise the draft CBR guidelines in three all-embracing principles and
suggest avenues for application of these principlesin thefield of leprosy.

PRINCIPLES OF CBR

Thefirst and most important principle underlying the CBR guidelinesis|nclusion of persons
with disabilitiesin mainstream society. Thismay be viewed asthe overall development goal
towhichall effortsin CBR are directed. A complementing principleis Empowerment, which
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aims at giving persons with disabilities the confidence to ask for and make full use of
opportunitiesto beincluded. Thirdly, CBR programmes need Sustainability so that they can
continueto influence both society and people who newly devel op disabilitiesto abide by the
principles of Inclusion and Empowerment.

In the authors' view, the three principles of Inclusion, Empowerment and Sustainability
adequately summarise 90% of the information in the guidelines. More principles may be
validly added, but thiswill only marginally increase one’sunderstanding of what the guidelines
are about.

Frame of reference: the ICF

The most widely used definition of disability currently isthe International Classification of
Functioning, Disability and Health (ICF) (6), which serves asaframe of reference which not
only explainsdisability asasocial construct but a so givesdirection for thelevelsand types of
interventionsthat are needed. The | CF describes the impact of adisease, disorder or disaster
onanindividual using threelevelsof disability: impairment, activity limitation and restriction
in participation.

The ICF also acknowledges contextual factors, which vary from one specific situation
(context) to another and are of immediateimportanceto the experience of disability. Contextual
factorsare commonly divided into personal factorsand environmental factors. Some personal
factorscan beinfluenced e.g. fitness, education, beliefs, expectations and coping mechanisms
while others cannot be influenced e.g. gender, race, age, social background. Environmental
factorsinclude physical aspects such asfor example, the accessibility of buildingsand roads,
available equipment and adaptations as well as social aspects such as cultural values and
belief systems, laws and regulations.

The | CF classification highlightsthat contextual factorswill determineto alarge extent how
disabled a person will become. Contextual factors are critical to the experience of disability
and can be both positive and negative. They thus act as barriers and as facilitators of
rehabilitation interventions, and therefore cannot and should not be overlooked. Inthisarticle,
itisargued that organisationsinvolved in designing and implementing CBR programmes can
and should influence contextual factorsin order to achieve optimal inclusion of peoplewith
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disabilitiesinall spheresof life. In1CFterms, the principle of Inclusion refersto environmental
factors while Empowerment refers to personal factors and Sustainability refersto the CBR
programmes themselves.

Inclusion

Inclusion of disabled personsin mainstream society isfundamentally an ideaof emancipation
(7). It means that persons with disabilities can and do participate in al sectors of society as
equals. It assumes that where some persons are characterised by physical or psychological
limitations, other members of society have other characteristics which equally are part of
their identity, but do not fully define them and which do not preclude their having accessto
the same services as others. As all people are equal before the law regardless of ethnic,
religious or gender characteristics, so persons with disabilities should have the same rights
and duties as others in the society in which they live. This applies to all sectors of society
such asthewaorkplace, schools, hospitals, religious sanctuaries, theatres, banks, sportsclubs
and charitable organisations. A host of prejudices and stigmatising practiceswill haveto be
overcomefor thisideal to berealised and barriersof al kinds (e.g. physical, social and legal)
will need to be eliminated. As disabled persons minglein society, play their role and make
their contributions, peopl€'s perception of them will change and stigmawill be broken down.
Inthisstruggle, peoplewho speak out infavour of including personswith disabilities (advocacy)
and disabled personswho themselves speak out for their emancipation (self-advocacy) will
play a key role. The role of the mediain this process of change cannot be overestimated.
Theway disabled persons are presented on the news, in quiz programmes, in movies, in soap
operas and socia marketing campaigns, deeply influences public perception and shapes
attitudes towards them.

Itisimportant to see that as human beings, persons with disabilities share many basic needs
with all other members of society. All need drinking water and sanitation facilities. All need
mobility, although an able-bodied person may have more options to satisfy that need than a
person with amobility limitation. All need social interaction. All need to belong. All need to
find meaning intheir livesand to fulfill dreams. Although personswith disabilitieswill have
special needs, most of their needs are shared with everyone el se. Consequently, by providing
for those needs in an inclusive manner will result in those needs being met, and often more
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appropriately and efficiently, both for people with and without limitations. Very simple
adaptations to existing infrastructure may be enough to allow persons with a limitation to
make use of it. This is true for computers, railway stations, water pumps, telephone
booths etc.

Of course, personswith disabilities may have special needsaswell and these will need to be
met through special servicesor, better, special extensions of existing services. Thisiswhy a
twin-track approach (8) is generally considered best: ‘together where we can, separate
where we cannot’” meaning that we will include disabled personsin existing servicesto the
maximum extent possible (and what is possibleis often underestimated) while creating specia
serviceswherethisis not possible.

Evenin an ideal society, where possihilities for inclusion are maximised, there is another
condition that needs to be met before persons with disabilities can benefit from existing
services. This concerns the attitude of persons with disabilities themselves. If a person has
been conditioned to believethat it isnot possibleto participatein social gatherings, to travel
or to open abank account then changing the environmental factorsaonewill not be sufficient.
The person needsto discover that new opportunities have opened up and to start believing in
their redlity. Itisthusal so the personal factors such ascharacter, inner drive, coping mechanism
etc which need to be challenged and/or influenced. In this sense, Inclusion and Empowerment
areintrinsically related. They are two sides of the same coin.

Example: Tribal Self Help Group in Andhra Pradesh, India

A self help group in atribal village with 400 inhabitants has 14 membersaged 9
to 59 years. There are anumber of youngsters - some with visual impairments,
some with hearing and speech disorders. Two adult members have deformities
due to leprosy. The village is very isolated but has electricity and a telephone
booth. Two partially blind boysgoto alocal school inavillage5 km from their
home. They have never been checked by an ophthal mologist or community eye
technician. Inasmall school in another nearby village (not more than ashed) 7
pupilsout of aclassof 16 children wereidentified with early signs of trachoma
during arecent visit of the eye health team.
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Themembers of the self help group indicate that - besidestheir need for income
generating activities- they facethefollowing problems, which affect all members
of thissmall community:

» the low payment they receive for the heavy work they do: they feel cheated
and exploited.

» Thereisaborehole and pump in the village but the pump has been out of order
for three years. The women have to walk approximately 5 km to get their
water.

e Because of lack of water they cannot irrigate the fields anymore, seriously
reducing their yield, which now depends entirely onrainfall.

By arranging for the pump to berepaired, the CBR programme will benefit the
whole community, prevent blindness due to trachoma and generate trust and
support for itswork.

Empower ment

Empowerment is about enabling a person with disabilitiesto join the main stream. To say:
Yes, | can! and to participate more fully in society. Thisinvolvesrisk taking and thisis an
important reason why empowerment is best done together with others who will be there to
sharein victoriesaswell asin disappointments and who provide the stimulusto not give up
too quickly. Persons with disabilities learn more and more to claim what is rightfully their
own. In particular, they learn to ask for the realisation of what by law has been accorded to
them and to advocate for new legislation where the rights of the disabled are not secure.
Thisalso impliesthat grossviolations of the rights of disabled persons are made known and
perpetrators brought to justice. In many countries, disabled persons work together in Self-
help groupsand Disabled peopl € sorganisationsto claim financial disability benefitsor pensions.
They work together to obtain bank loans or medical services. The success of the oneisoften
theincentivefor another to follow the exampl e. Projecting positiveimages of disabled persons
in the media is important — not only to change people’s perception of them - but also to
present role models for other persons with disabilities to follow. Special events such asthe
paralympic games or the Miss Disabled beauty contest (9) are such examples.
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Empowerment isto show personswith disabilitiesthat they can make choicesfor themselves
and grow in autonomy. All people go through stages of personal development in their lives.
They learn to walk, speak, play, charm their parents, relate to peers, become independent of
their parents, marry, have children, become older, play arole in society... the concrete
expression of these things vary, of course, from one culture to another. Similarly, persons
with adisability develop and grow and journey alife path, though with somelimitationswhich
an able-bodied person will not experience. Empowerment is about helping people (with a
disability) to become peoplein thefull sense of theword, with equal opportunities, rightsand
responsibilities- living alifethat isfulfilling and satisfying and contributing towards happiness,
quality of lifeand community.

For this to happen, personswith disabilities need information about what is possible; about
services they can use and about rights they can claim. Thisincludes a phase of analysisto
identify problemsand to understand the root cause of aproblem. Disabled persons also need
skillsand toolsthat will enablethem to communicate effectively and to do what isneeded to
make use of available services. Providing information, skillsand toolsareimportant processes
to achieve empowerment.

Sustainability

When we speak of sustainability in CBR programmes, we do not mean that CBR programmes
should generate enough fundsto pay for their own expenses. Thisisvirtually impossibleto
achievein practice. Some funds can be generated through CBR programmese.g. by charging
fees for services to those who can afford it, by charging some interest on loans (10) or by
selling food, drinks and other products in a shop. In practice, however, it isimpossible to
recover all the costs of a CBR programme in this way.

Even so, we can still work for the long-term future of a programme by ensuring that its
organisational structures are sound. Many CBR programmes are started because of the
vision of one or avery small group of pioneers. They start small and informally to organise
activitiesand communication iseasy since the numbersof peopleinvolved arefew. However,
asthe programme grows and more resources are mobilised, it isimportant to consolidate the
original successes by formalising organisational procedures. Decision-making processes have
to be defined. The vision and mission of the programme need to be (re-)formulated. Policies

32 Vol.21 mNo.1 m2010



Asia Pacific Disability Rehabilitation Journal

need to be agreed and written up. Transparent administrative processes need to be
implemented. All this is necessary to ensure that as the original leaders fade away, others
will know what to do when they take over. Thisincludesaroutine of training wherevisionis
transferred and skillsare learned. Participantsin the programme, both staff and clients, need
tointernalisetheideasthat driveit. Training should encourage peopleto think for themselves,
enablethem to identify and solve problems, foster communication skills. In other words, they
should be empowered so that they can take initiatives and make use of the possibilities that
are available. No sustainability can happen without empowerment. Creative, participatory
training methods are most likely to achievethis.

Working for sustainability also includes building stable partnerships with organisations
and programmes that help the CBR programme achieve its mission. Partnerships can be
formalised by awritten agreement and by creating a routine of regular meetings to discuss
business. In some cases, thismay take theform of an advisory group to the CBR programme
or aregiona committee on disability. Investing in networks and organisations that are
all actorsin the same domain has often proved worthwhile, though direct benefits are not
awaysvisible.

An important part of building organisational relationships concerns the relationships with
donor organisations. It isimportant that CBR managersrealisethat funds may be accompanied
by specific demands concerning the inclusion of target groups, the choice of interventions,
the implementation of administrative processes, the conduct of evaluations etc (11). They
need to be able to decide to what extent such demands are consistent with their own vision
and whether or not they are willing to compromise.

Itwill be clear from theabovethat Inclusion, Empowerment and Sustainability, though separate
concepts, are inter-connected and dependent on each other. Together they form the essence
of what CBRisall about.

APPLICATION TO LEPROSY

In its Enhanced Global Strategy for Reducing the Disease Burden due to Leprosy (2011-
2015) (12), WHO endorses CBR as ‘a sustainable and cost-effective approach to address
rehabilitation needs of persons affected by leprosy’. The operational guidelines that detail
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theimplementation of thisstrategy (13) isan encouragement to ‘ Promote community-based
rehabilitation activitiesin collaboration with other stakehol ders, both from the health and non-
health sectors’ asthiswill ‘ensure equity and social justice’.

The latter half of this paper addresses the question of how CBR principles are currently
reflected in theway leprosy work isusually done and/or how work with persons affected by
leprosy should changeif onewantsto bring it in line with CBR principles. This paper isnot
exhaustive in the trestment of this question. Rather, the authors hope to inspire the leprosy
practitioners, to develop their own thoughts on how their work might be transformed to
achieve morefreedom and equality for personswith (Ieprosy-rel ated) disabilitiesin the different
contexts of their work.

Basic Services

Leprosy work covers a wide range of activities in the domains of health, education and
livelihood. Basic servicesincludethe diagnosisand medical treatment of the disease, screening
programmesto detect leprosy in people who may not be aware of having it and physical and
occupational therapy for those who developed impairments. Therapy teaches skills and
providesmeansto prevent further deterioration of disability status and to maximise autonomy.
In some cases, assistive devices may be indicated. Such basic health care services are a
necessary condition for participation of theleprosy-affected person in society and as such do
have an element of empowerment in them. The way these services are delivered, however,
can help or hinder the empowerment process and here is one area for further research and
reflection.

The majority of leprosy-related hospital admissions are necessary for the management of
complex ulcers, usually of the foot (14). An empowering approach to ulcer-care isto teach
the affected person while in hospital how to care for his own ulcers with locally available
materials. Thisiswhy The Leprosy Mission (TLM) has introduced the ulcer re-admission
interval as an indicator of quality hospital care. Effective self-care teaching in the hospital
ward should enable the affected person to have less and less complex ulcers and thus avoid
or at |least delay re-admission to hospital for recurrent ulceration. Thusthe re-admission rate,
operationalised as the percentage of ulcer admissions that concern persons who were
discharged from the ulcer ward less than 12 months ago, should decline over time once

34 Vol.21 mNo.1 m2010



Asia Pacific Disability Rehabilitation Journal

effective self-careteachingisin place. Thisisnow being observed in some of the monitored
hospitals.

After discharge, the person isencouraged to join acommunity-based self-care group. Ebenso
et al.(14) present evidence for the effectiveness of this approach. There is no doubt that
remaining ulcer-free for extended periods of time is an important pre-condition for
empowerment i.e. for actively participating in society.

Many hospitals that were originally exclusive leprosy hospitals are now offering general
medical servicestolow income populations. Thisisgood from asustainability point of view
but, even moreimportantly, it isalsoamovein thedirection of inclusion and de-stigmati sation.
Oneimplication of thisapproach isthat the tradition of freemedical carefor persons affected
by leprosy needs re-thinking; equality should mean that one's contribution isbased on ability
to pay, not on the medical condition. Thesediscussionsaretaking place and different solutions
are being experimented on the ground.

The principle of empowerment is aso reflected in modern approaches to the provision of
footwear. Rather than giving away shoes that nobody wants to wear because of their
stigmatising effect, |eprosy-affected persons are now taught how to select appropriate
footwear that meetstheir needs from the open market. Another approach, commonin Brazil
isto provide soft insolesto be used in commercially available shoes (15).

Socio-Economic Rehabilitation

Many anti-leprosy organisationsoffer vocational training to young people personally affected
by leprosy or to the children of |eprosy-affected persons whose background isahindrance to
employment, because of the stigmaattached to the disease. Similarly, there are programmes
helping people to find work or to start a form of self-employment. This may involve the
provision of grants or loans either in money or in kind. The majority of such programmes
exclusively or almost exclusively, target persons affected by leprosy (16). Support isusually
to individuals. In general, such forms of socio-economic rehabilitation do increase income
(17) and contribute to empowerment as gaining an income is as such an empowering
experience (18), leading to higher self-esteem, enhancing self-reliance and hel ping peopleto
gain respect from the community (19). Neverthel ess, theway such programmesare organised
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and implemented may |ead to other forms of dependence and, again, research and reflection
is needed to evaluate how this type of work can be done in the most empowering way.

Thus, the process by which people are selected for thistype of programme can be empowering
if it emphasises people’s abilities and prospects. The way in which clients participate in
choosing an intervention that they feel they can manage and that they believe will meet their
need, isall important. Income generating activities should ensure that economic, functional
and social abilitiesof clientsarewell-matched with the realities of markets, available capital,
and the competenciesof supporting institutionsor organisations. At the sametime, the desires
of the client are of prime importance. Thus proper counselling to help client and service
provider to arrive a an unforced, shared decision is needed, often with input from relatives
or other community members.

In supporting education of children, parents can be given more opportunity to participatein
basi c decisions such asthe school their child will go to when sponsored and what he/ shewill
study there. Parents can be involved in formulating the policies of an education-support
programme e.g. concerning criteriafor sponsorship, what expenses will be reimbursed and
what parents have to pay themselves, how to deal with children who fail an exam etc.

When people are helped to set up a shop or learn marketable skills, the principle of
empowerment suggeststhat the opportunity should be taken to teach them basi ¢ things about
functioning in society, how to open abank account, how to participatein elections or how to
access government services. Ultimately, all interventions of thistype must betemporary and
come to an end point where the clients can manage on their own.

More and more, socio-economic rehabilitation programmes bring their clients together in
groups, even if support isgiven on anindividual basis. Selection of participants for support
can then take place in the group setting, where everyone can give inputs into the decision
making process. Although not every client can participate in a group, the exchange of
experiences and the mutual encouragement arein many instancesempowering inthemselves,
even apart from the interventions.

In terms of sustainability, the organisational structure of socio-economic rehabilitation
programmes needs attention (16). A board or advisory group should be formed in which all
stakeholders are represented i.e. the staff, the target group, the community, local authorities
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and partner organisation; enough expertise about the type of work that is being done should
be present.

From a Leprosy focus to inclusive CBR

Thereisgrowing consensus among peopleworking inleprosy rehabilitation that if onewants
to realise the CBR principle of inclusion for persons affected by leprosy, it is necessary to
move from programmesworking exclusively with leprosy-affected peopl e to multi-disability
programmesi.e. programmes in which people with all kinds of disability dueto avariety of
causes participate (20). If the burden of leprosy-related stigma (21) hasto belifted, leprosy-
affected persons need to join in the disability movement and advocate for their rights as
defined in the UN Convention on the Rights of Persons with Disahilities (5). The future as
outlined by the CRPD and the draft guidelinesfor CBR (2, 3) isone of gradual integration,
mainstreaming, of persons with disabilities in society. If |eprosy-affected people want to
have apart in thismovement, it isessential that they joinin at the earliest opportunity. Thus
this is a choice made on the basis of principle, not primarily based on considerations of
economy or efficiency. Integration of leprosy into general disability rather than exclusive
programmes is what ultimately offers the best future for people affected by leprosy. The
WHO Globa strategy for leprosy (12) states: ‘It is not only pragmatic but beneficial for
people affected by leprosy to be integrated into programmes that may aready have been
established for the rehabilitation of other disadvantaged people’.

WHOQ's operational guidelinesfor leprosy programmes (13) leave no doubt that this should
be part of the practice: ‘ Persons affected by leprosy who arein need of rehabilitation should
have accessto any existing (general) rehabilitation services. Similarly, whereleprosy-specific
rehabilitation services are available, people with other disabilities should be given access.
This facilitates integration, helps to break down stigma and promotes sustainability of
rehabilitation services . Thisview isshared by theinternational self-organisation of persons
affected by leprosy, IDEA (22). Looked at it from another angle, leprosy rehabilitation
programmes have alot to contribute to general rehabilitation programmesin terms of leprosy-
related skills and resources (e.g. wound care, self-care, footwear etc.), while the experience
of more general CBR programmes can enrich the existing leprosy programmes. As an
example, the potential for leprosy workersto contribute expertise to programmesfor persons
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disabled through diabetesiswell-known though not much practised. Similarly, thereisscope
for self-care groupswhich include persons suffering from Buruli ulcer or lymphaticfilariasis
(15). By integrating disability care and rehabilitation for people who have become disabled
through a range of causes but have similar impairments or activity limitations, it will be
possible to achieve a wider coverage in contexts in which coverage has been traditionally
low, which really means that many disabled persons there, will have been deprived of even
the most basic rehabilitation services.

Research is needed to document different strategies to achieve integration and evaluate the
relative effectiveness of each of them. Studies should be designed recognising that the way
thisintegration is achieved will vary from one context to another. However, it is clear that
needs-based planning, networking, resource sharing and multi-sectoral co-operation with
governmentswill bekey strategic approaches. It would appear that it isimportant to build up
the strength and sense of identity of aleprosy rehabilitation programme or organisation and
that thiswill aid in making the transition to a multi-disability programme easier - stronger
leprosy organisationsintegrate more easily.

Barriers to Integration

Giventhat current practicein most leprosy rehabilitation programmesisto exclusively target
persons affected by leprosy, applying CBR principlesisanimportant changeand it isgood to
recognise the difficulties that such atransition would encounter.

First of al, then, there isthe fact that most of the fundsfor leprosy rehabilitation come from
charitieswho solicit donationsfrom the general public. A |ot of these donations are asked and
received specifically for leprosy work and integration will require that people who give are
helped to understand that their donations will be used in integrated settings benefiting both
persons affected by leprosy and persons with disabilities due to other causes. For this to
happen, it isimportant that |eading professional swho areinvolved in shaping the policies of
NGOsworking inthefield of leprosy, support the vision of integration of leprosy rehabilitation
into multi-disability programmes. Thisis not self-evident and will require discussion and
consensus building.

Where participantsin rehabilitation programmes are encouraged to share resourcesor joinin
the same self-care or self-help group with persons affected by leprosy, stigma and self-
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stigmawill play arole. Aversion to people affected by leprosy is a behaviour often learned
from early childhood that is shared by personswith disabilities and does not simply go away
after a stimulating speech about solidarity. Leprosy affected persons themselves from their
side have often become so used to rejection that they do not want to integrate with others
(self-stigma) and prefer to manage by themselves. In addition, certain material benefits are
availableto them through exclusive leprosy programmeswhich they may be afraid tolose as
aresult of integration. Lastly, managers of rehabilitation programmes may well feel that
integration |eads to more confusion and that more sharing and networking will reduce their
chancesto distinguish themselves and show success. Clearly, much wisdom and persuasion
isneeded to bring about integration.

Integration: some experiences

Over thepast fiveyears, TLM gained experience with multi-disability programmesin India,
where self-help groupswereformed in which memberswere encouraged to apply for disability
privileges, old-age pensions, assistive devices, medical carefor disabled children etc. Group
members contributed a fixed sum of money at each meeting and groups which could
demonstrate an ahility to manage these funds were given loans to fund income generating
activities.

In the STEP programme in Nepal, groups of persons affected by leprosy met to encourage
each other to practised self-care to prevent ulceration of hands and feet. These groups were
transformed into self-hel p groupswhich were so successful at generating income, that people
unaffected by leprosy asked to join and were gradually included (23, 25).

In Darfur in Sudan, the Nyala Society of the Disabled did not include people affected by
leprosy. Once TLM had started to support the society, however, members agreed to open
membership to persons affected by leprosy and accommodate aweekly clinic where multi-
drug therapy was dispensed.

In the province of Cabo del Gado in M ozambiqgue adisabled people's organisation ADEMO
was created, which included persons affected by leprosy. However, after some time, the
leprosy-affected members decided to break away and start their own organisation called
ALEMO. The two organisations now exist side by side.
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The Ethiopian National Association of PeopleAffected by Leprosy (ENAPAL) isexclusively
for personsaffected by leprosy, but ENAPAL isafounding member of the Ethiopian Federation
of Personswith Disabilities, EFPD, which bringstogether associations of the blind, the deaf,
the physically handicapped and of mentally retarded children and Youth (26).

CONCLUSION

So, if our visionisto integrate persons affected by leprosy with other disabled people, isthere
no longer aplacefor special leprosy programmes? The answer to that question needsabit of
reflection. What is the future or what do we want it to be?

For the time being, special programmes are the norm. Thereality isthat thereisamultitude
of leprosy organisations which support exclusive leprosy programmes and do not appear to
need other disability organisations for their survival. Thisisthe result of along history of
decades of isolation. To reverse that trend will take time. It isimportant to realise that some
people have been affected by leprosy for most of their livesand are unlikely to makethe step
to integrated programmes.

Thisiswhy atwin-track approach (8) is recommended, which will integrate those who can
but will provide for the specific needs of leprosy-affected persons who cannot. It islikely
that expertise concerning leprosy will not be availablein general disability programmesand
this expertise will continue to be needed as new patients are diagnosed every year. Thus it
will beimportant to diagnose, treat and rehabilitate new patientsin such away that they are
prepared for joining the mainstream in the process.

In conclusion, the authors believe that leprosy organisations have alot of re-thinking to do,
reviewing their work in light of the three CBR principles of Inclusion, Empowerment and
Sustainability. Operational research needs to be started up which will document the effects
of the experiments and pilot programmes that are going to be developed as a result.
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