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Introduction
This chapter presents first of all a brief historical overview with critical reflections of Community
Based Rehabilitation (CBR) in the ‘mainstream disability world’. It also discusses, more specifically,
the area of rehabilitation of people (with disabilities) affected by leprosy. Finally, the chapter provides a contemporary critical analysis of CBR and directions for the future. One should however
note that the evidence base for CBR remains limited; besides some systematic literature reviews
(1, 2), there is hardly any evidence for various claims that are made about CBR. There is an urgent
need to measure the outcomes and impact of CBR as well as assess the cost-effectiveness of CBR.
The objectives of this chapter are to give a brief historical overview of CBR development and
lessons learnt during the past 40 years, present contemporary CBR approaches, discuss the principles and practice of CBR, critique some of the current developments that are dominated by the
social disability model and rights-based approaches, and offer insight into the challenges faced
by people with leprosy and leprosy professionals in ensuring that CBR becomes a meaningful and
important strategy that leads to the inclusion of people affected by leprosy. The following issues
and questions will be reviewed:
•

The historical development of mainstream CBR

•

The struggle to meet the needs of people affected by leprosy through CBR

•

CBR revisited: A more sensible view

•

CBR: It is all about inclusion…

•

CBR: A panacea to the problems of people affected by leprosy?
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The Historical Development of
Mainstream CBR
The World Health Organization (WHO) formally initiated CBR in the late seventies. Other United
Nations’ agencies, such as the International Labour Organization (ILO), followed later (3). However, some scholars (4) state that CBR has origins dating back many centuries. These scholars
indicate that the foundations of CBR development of the past 40 years presumably would have
been stronger if they were rooted in these documented historical practices. Some 4,000 years of
historical evidence exists in Africa of people with disabilities, healing therapies, assistive gadgets,
community attitudes, and self-organized disability groups (see historical section in web bibliography, Miles, 2003). Systematic documentation of disability histories in Africa has only recently
begun to accumulate. The potential exists to produce detailed accounts with strong roots in earlier centuries. A formidable example, based on doctoral research, is the account by Eric Silla of
people with leprosy in Mali, starting from the Arabic descriptions by Ahmad Baba al-Tinbukti, c.
1600, and proceeding to personal accounts of individuals organizing themselves for group campaigns throughout the 20th century, with medical advances and complex social changes shifting
the battlegrounds and their struggles for identity.
Yet the earlier centuries have been ignored almost entirely, for various reasons. The main reason
seems to be the scarcity of published knowledge and the lack of detailed studies in African social
history. Euro-American prejudices also play a part, such as an ill-informed conviction that earlier
Africans all lived ‘primitive’ or ‘savage’ lives, in which disabled babies were killed, elderly disabled
people died if they lagged behind their nomadic tribe, and medical care for disabled youths and
adults was minimal or actually harmful. The yen for ‘pioneer angel’ status, i.e., to appear as the
‘first’ savior of a downtrodden minority, may motivate some people to ignore, suppress, or fail to
search for evidence of earlier activities. Painting Africa as a perennial disaster area enables the
less informed aid agencies to exhort the public to “help save a blind child” (etc.), rather than to
ask whether modern African cultures have any historical strengths on which self-help programs
could be based.
Even within living memory, lessons from useful work from the 1950s to the 1970s are little known
and rapidly disappearing. As a result, CBR from 1980 onwards has too often looked like yet another foreign import, rooted in alien ideologies, funded by distant countries, irrelevant to the actual needs of, for instance, disabled Africans, coupled with aid agency ignorance about the widely
varying situations of disabled people across Africa and elsewhere (4, 5).
CBR, as it was introduced by the WHO in the late seventies, was to a great extent based on the
principles of Primary Health Care and meant to address the mainly (medical) rehabilitation needs
of people with disability in low-income countries (6). Then, CBR aimed to address the serious
shortage of rehabilitation services, resources, and professionals for the majority of people with
disabilities by providing services in and with the community using predominantly local resources.
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Community field workers often had minimal training and, working as volunteers, offered basic
(mainly medical-technical) rehabilitation services. At that time, the focus was on strategies, which
could be understood and carried out by these field workers, local volunteers, or family members.
The primary focus of CBR was to maximize individual functioning.
In 1994, UN agencies issued a joint statement on CBR based on the early work in the 1980s of the
WHO and ILO in field testing CBR in a number of countries in Africa and Asia. This UN statement
was a consensus document, which emerged after years of debate between the two UN organizations about what should or should not be considered as CBR. They defined CBR as a strategy
within community development for the rehabilitation, equalization of opportunities, and social
integration of people with disabilities (7). According to this document, achieving CBR requires the
combined efforts of people with disabilities, their families, and their communities and the appropriate health, education, vocational, and social services. Three starting points can be derived
from this 1994 definition:
1. Improvement of physical, social and psychological functioning of the person with a disability. This starting point (still) implies a strong focus on the rehabilitation of individuals and
(still) seems much rooted in the medical model of thinking and, as such, was, and is, often
critiqued by the global disability movement.
2. Solidarity with those who are denied their rights and working for the adaptation of society.
This starting point illustrates a development in the direction of the social and human rights
models, which do not regard disability as an individual ‘tragedy’ but appreciate the impact
that a multitude of barriers within society have on well-being, equal opportunities, and
inclusion in that very same society.
3. Working towards integration and equality of rights of those with disabilities within the
mainstream of community life. This starting point clearly and boldly states that people
with disabilities have equal rights. Those who worked on this definition and the principles
of CBR clearly intended to ensure that people with disabilities have an equal enjoyment of
rights as other citizens. Nevertheless, this starting point focuses on integration rather than
inclusion.
Two other principles are implicitly part of the above definition:
•

CBR should, where possible, be part of community development, and

•

CBR is achieved through multi-sectoral collaboration.

The starting points and principles of CBR continue to evolve with the realization that CBR is an approach and an attitude towards rehabilitation. It is an approach whereby people with disabilities
and caregivers define their own needs and negotiate with rehabilitation workers and policymakers to improve their living circumstances and to play their full part in society.
While the medical disability model initially dominated the CBR approach, it has evolved into a
community development strategy that aims for the participation of people with disabilities in soSection 4
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ciety with equal opportunities and inclusion. Contemporary CBR is in fact a disability inclusive development (DID) strategy. The disability field increasingly recognizes CBR as an important instrument for implementing the United Nations Convention on the Rights of Persons with Disabilities
(UNCRPD) and in achieving the Millennium Development Goals (8). Whether that recognition will
be sustained is a big question mark. For example, within discussions about the UN’s Sustainable
Development Goals (see https://sustainabledevelopment.un.org/?menu=1300), little or no reference is made to CBR as such, despite the promotion and goal of disability inclusive developments.
Today, some within the global disability movement view CBR with suspicion. These people and
groups often regard CBR as a second-rate service for the poor living in the periphery of the country. While the first qualification—CBR being of poor quality—should not be taken seriously, the
focus of CBR is indeed on the poor: those people who often eke out a life on the fringes of society
in the periphery of the country and live in the urban slums and informal settlements. People living in those circumstances are often not of interest to policymakers, politicians, or the majority of
rehabilitation professionals. Furthermore, those in the disability movement who remain critical
of CBR regard CBR as another model of care or service provision in which professionals (or CBR
field workers) determine what is good for people with disabilities. Less surprising is the fact that
many rehabilitation professionals themselves are critical of CBR. Haig, Im, Adewole, Nelson, and
Krabak state that
Community Based Rehabilitation is a politically expedient way to allocate the least
amount of funds possible to the problem. After all, uneducated villagers do try to
take control over their lives. They [the CBR field workers coming from those villages]
are cheaper than doctors, and they don’t have the depth of medical knowledge to
know what they’re missing. With no experts who understand the medical aspects of
rehabilitation to advise or to advocate, and with WHO blessings, governments often
give complete responsibility for rehabilitation to ministries of social welfare, education, employment or agriculture. Community Based Rehabilitation is insufficient.
The WHO and other policymakers need to recognize that, in every country with
reasonable rehabilitation services, the medical programs are led by physicians who
dedicate their careers to this cause. (9)
This comment by Haig et al. gives the impression that the medical establishment continues to
consider itself superior to the rehabilitation process. Yet, to play an even more significant role in
the lives and rehabilitation pathways of people with disabilities, medical professionals, in general,
should probably have a humbler attitude, being aware that they are not counted among those
who work and live in the periphery and slums of society, which are severely underserved and
where the poorest of the poor live. It was precisely this lack of access to rehabilitation services
that became a catalyst to the development and implementation of CBR.
In 2003 in Helsinki, Finland, the UN organized an international consultation to review CBR (10).
Following this review, a group of more than 180 individuals and nearly 300 organizations, mostly
from low-income countries around the world, were involved in the development of new CBR
4

Part I

Clinical Sciences

CBR and Leprosy

Guidelines (11). The year 2010 marked the launch of these CBR Guidelines in Abuja, Nigeria: a series of seven books, each approximately 70 pages of text, that together weigh 2.2 kilograms. The
introduction book of the CBR Guidelines explains issues such as disability models, the principles
of the UNCRPD, and their intrinsic link with the CBR principles. It furthermore explains, in a rather
superficial way, the governance and management of CBR. The central part of the guidelines consists of five books formed around the so-called CBR matrix, a five by five matrix that consists of
five key life domains (called components), each of which consist of five sub-domains (called elements) (Figure 1). Each book discusses one component: health, education, livelihood, social (life),
or empowerment. The last book is a supplementary book and deals with issues that traditionally
receive insufficient attention in mainstream CBR, i.e., AIDS, mental health, and humanitarian crises, as well as leprosy.

CBR MATRIX
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FIG 1 CBR matrix (source: World Health Organization, 2010).
The fact that leprosy is specifically discussed in the final book clearly demonstrates that leprosy
still has a special place in the mainstream disability world and is not just seen as one of the many
conditions that could lead to disability. Nevertheless, a large group of authors and contributors to
the 2010 WHO-CBR Guidelines preferred to mention leprosy in the main text and not to treat it as
a separate issue. On the other hand, there were people—including the author of this chapter—
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who pleaded for a combination of (a) a regular mention of leprosy in the main text as well as (b)
special attention for leprosy in a supplementary booklet. This group of people felt, on the basis
of years of practical experience, that the mainstream CBR field rarely includes people affected by
leprosy in its projects and programs. Thus, this group wanted to ensure that the specific attention
for leprosy in the supplementary booklet would highlight the importance of including people affected by leprosy in mainstream CBR.

The Struggle To Meet the Needs
of People Affected by Leprosy
Through CBR
For various reasons, mainstream CBR programs have been ignorant about the needs of people
with disabilities due to leprosy. It is only in exceptional cases that mainstream CBR programs
pay attention to people affected by leprosy in its services or interventions. The general exclusion
of people affected by leprosy from mainstream (rehabilitation) services illustrates a hierarchy
within the disability world itself (12). This hierarchy becomes evident, for example, when one
reviews the membership of Disabled People Organizations or mainstream self-help groups: normally speaking they do not have members affected by leprosy. It is not possible in this chapter to
provide a robust explanation for this situation, but there is sufficient anecdotal evidence about
some of the reasons. Stigma may be one reason that explains why people with leprosy usually
do not benefit from CBR programs. That stigma (see Chapter 4.5) may be reflected from the CBR
management teams, from the professionals and field workers, or even from other people who
have disabilities or are affected by leprosy themselves (13, 14).
Yet there may be another important explanation of why mainstream CBR programs generally do
not include people affected by leprosy in their programs. This aspect can easily be overlooked: the
treatment and rehabilitation of people affected by leprosy, although currently more organized in
an integral way as part of existing public health systems, is often still organized in vertical or semivertical ways (15, 16). As such, leprosy programs, even those that have a more comprehensive
focus than only health, tend to focus exclusively on people affected by leprosy. As a result, these
leprosy programs also have a tendency to unintentionally exclude their own target group—people affected by leprosy—from benefiting from mainstream (CBR) developments. Too often special
programs for people with disabilities due to leprosy, e.g., in the sphere of self-care, self-help, or
income-generating activities, are developed for people affected by leprosy exclusively.
At the beginning of the 21st century, many leprosy organizations regarded Socio-Economic Rehabilitation (SER) as equal to CBR (17, 18). Similarly, today we see that experts and academics
often label self-care groups and/or self-help groups as if these are in themselves CBR. Thus, in a
6
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way, the leprosy world ‘re-invented’ the meaning of CBR once again. The driver behind this ‘reinvention’ of CBR may be certain—genuine—interests, which, for example, become clear in the
development of the WHO/ILEP Technical Guide on Community Based Rehabilitation and Leprosy
in 2008 (19). It is interesting to see that this technical guide, which only discusses leprosy, was
developed just a few years before the launch of the 2010 WHO-CBR Guidelines. It seems that in
those years, the leprosy world recognized a need to move (rapidly) into the field of (mainstream)
CBR. Subsequently, leprosy organizations such as The Leprosy Mission International (TLMI), Netherlands Leprosy Relief (NLR), and German Leprosy and Tuberculosis Relief Association (GLRA)
started to write policy and strategic papers about CBR and, sometimes after initial resistance,
leprosy organizations moved slowly into the field of mainstream disability. Associazione Italiana
Amici di Raoul Follereau (AIFO) was probably ahead of these developments, since they, at a much
earlier stage, started to focus on the rehabilitation of people with all types of disabilities using a
CBR strategy to meet the needs of this broad group of people. One could, however, question if
the move towards general disability and CBR was wholehearted or if it remained largely cosmetic.
Until recently, the leprosy fraternity did not involve themselves in mainstream CBR debates and
developments. It has certainly been a missed chance that they—including people with leprosy
themselves through IDEA (see Chapter 4.5), the leprosy consumer movement—were not (well)
represented in the negotiations around, for instance, the UNCRPD as well as the development of
the 2010 WHO-CBR Guidelines. If they had been participating, their voice could have been heard.
Nevertheless, more recently a stronger representation by IDEA in organizations such as the International Disability and Development Coalition (IDDC) is a promising, positive development.

CBR Revisited: A More Sensible
View
For far too long, CBR programs have been developed as (pilot) projects that have a start and a
finish. Scaling up to program level apparently seems an epic task, although in some countries efforts are made to integrate the projects with national and governmental programs, e.g., in Benin
and Uganda. Yet, even in countries with national CBR programs, coverage is often limited to a
few provinces, districts, or sub-districts. A scale up of CBR programs is all too commonly ignored;
donor agencies and NGOs (non-governmental organizations), it seems, prefer to talk about phasing out. This tendency is quite worrying, because CBR is an approach more so than a project with
a head and tail. In fact, actual phasing out would require that all people with disabilities are included in society, have a good quality of life, enjoy their rights, and are able and capable to claim
their entitlements. This goal is clearly utopian, and it is perhaps rather naïve to believe that it is
achievable at all. For some people and organizations, this aspect of CBR is difficult to understand.
It raises questions about the appropriateness of the CBR concept per se, and whether the application of CBR is perhaps often misunderstood.
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It becomes essential to develop another, more sensible, view of CBR; a view that in fact is based
on at least four points:
1. The CBR view should include an old principle, unfortunately not mentioned explicitly in
the CBR Guidelines: multi-sectoral collaboration. Too many projects (organizations) review
the CBR matrix (Figure 1) and conclude that their activities do not cover all elements of
the CBR matrix. This conclusion, however, is a misinterpretation of the CBR Guidelines,
since no single organization, government ministry, or sector can ‘do’ CBR on their own. The
beauty of the CBR matrix is not the 25 boxes but the entity formed by the lines and arrows
that connect those boxes. The matrix suggests that a CBR program should be part of a network of organizations, services, and resources that together form a CBR network and a CBR
system. One needs to believe that we should rapidly move away from standalone projects
and programs towards networks of complementary (mainstream and specialized) organizations, institutions, and professionals that together ensure that the needs of people with
disabilities are being met (Figure 2). Otherwise, this serious misinterpretation of CBR will
lead to donor fatigue and continued disinterest from the mainstream development sector
as well as governments.

International Policies /
Guidelines / Treaties

CBR
CORE TEAM

CBR network of
Strategic Partners

Community

External influences /
outside the community

Strategic Partners in Network

Community Stakeholders

Families with disabled member

FIG 2 The CBR Network. Taken from the PIE approach (Wickenden et al 2016; 35).
2. The CBR view should show a clear understanding that the cells of the CBR matrix—as it is
now—are not exhaustive. The matrix teaches people that our lives can be artificially boxed
into 25 (sub) domains. Yet, life and livelihoods are far more complicated and we need to
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understand that people with disabilities have a variety of hopes and dreams, needs and
wants, similar to people without disabilities. Life is more complex than 25 domains. The
CBR matrix is a helpful model, but some important domains of life are either not explicitly
mentioned (e.g., religion) or not mentioned at all (e.g., the impact of climate change on
livelihoods).
3. The CBR view should recognize that the two-dimensional CBR matrix is too simplified a
construct. A three-dimensional construct (Figure 3) may help policymakers and practitioners to think a bit more ‘out of the box’, which is a competency much needed in actual CBR
field work. CBR could be visualized as a box or a container in which intersectoral collaborations become more visible. One could argue that people with disabilities who receive CBR
services are in that box (i.e., the CBR program) for a short or long time to get, for instance,
the necessary treatment, education, encouragement, counseling, and appliances. When
they do not need services, resources, or facilities anymore, they move out of the program
and—if well—are fully (re)habilitated. As every structure needs a solid foundation, the
foundation of the CBR box is empowerment. Empowerment is of the utmost importance to
support and sustain the four sides of the box: health, education, livelihood, and social life.
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FIG 3 CBR as a simplified three-dimensional construct.
4. The CBR view should acknowledge that CBR projects or programs often create dependency
instead of working towards independence (from CBR); again, the importance of ‘empowerment’ becomes evident. In many evaluations of CBR projects over the past 20 years, my
Section 4

Rehabilitation and Social Aspects

9

The International Textbook of Leprosy

key question cannot or will not be answered: “how many people with disabilities moved
into your ‘CBR box’ at the beginning of the year – and how many moved out of your ‘CBR
box’ at the end of the year?” CBR managers instead point out the large numbers of ‘beneficiaries’ of their project or program, leaving the impression that a lot of work needs to
be done.

CBR: It Is All About Inclusion…
To summarize, the World Health Organization introduced the concept of CBR in the late seventies. CBR was designed to enhance the quality of life for people with disabilities in low-income
countries through community initiatives. It is a concept that evolved through trial and error. Over
nearly fifteen years, human rights and inclusiveness became key points of CBR. As such, CBR increasingly developed from an individual disability perspective aiming to improve the quality of
life into a rights-based strategy aimed at equal opportunities for and inclusion of all (20, 21). The
concept of CBR is described in the CBR Guidelines, which were published in 2010 by the WHO,
UNESCO, ILO, and IDDC (11). The guidelines describe CBR as a strategy within community development for the rehabilitation, equalization of opportunities, poverty reduction, and social inclusion of people with disabilities.
Within CBR, a twin-track approach (Figure 4) is promoted, mainstreaming where possible and
special services where needed. This approach ultimately should lead to inclusion of people with
disabilities (21, 3). Meanwhile, the concept of mainstreaming disability keeps evolving and gaining momentum. Since the late 1990s, an impressive catalogue of policy initiatives have focused
on including people with disabilities in any mainstream development, e.g., including them in agricultural development or developments aimed at improving the health status of populations (22).
As a result, under the UNCRPD, all stakeholders involved in development cooperation have a legal
responsibility to consult and involve persons with disabilities in their activities.
Albert, Dube, and Riis-Hansen rephrase the UNDP’s gender mainstreaming definition in order to
define disability mainstreaming:
Mainstreaming disability into development cooperation is the process of assessing
the implications for disabled people of any planned action, including legislation, policies and programs, in all areas and at all levels. It is a strategy for making disabled
people’s concerns and experiences an integral dimension of the design, implementation, monitoring and evaluation of policies and programs in all political, economic
and societal spheres so that disabled people benefit equally and inequality is not
perpetuated. The ultimate goal is to achieve disability equality. (22)
More recently, and possibly in view of the post-2015 Sustainable Development Goals (SDGs)
Agenda as well as new jargon introduced by various INGOs organization, it seems CBR is some10
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how losing its appeal and is mentioned less as a strategy. Disability mainstreaming (one track
within CBR) seems to have become the main focus of most organizations, donors as well as (I)
NGOs. Instead of CBR, inclusive local development (ILD), inclusive development (ID), or community based inclusive development (CBID) are increasingly mentioned as strategies leading to inclusion. Yet CBR, when comprehensively implemented, is in fact an approach towards CBID (or ILD
or ID) rather than a different strategy. Or, as the Asia-Pacific Development Center on Disability
describes it: “Community Based Inclusive Development is the end result to be achieved, CBR is
the strategy” (23).

CBR: a twin-track approach

Mainstreaming: include people
with disabilities in mainstream
development where possible

Special services: disabilityspecific services/care where
necessary

Objective: inclusion of people
with disabilities

FIG 4 A twin-track approach towards inclusion.
CBR, with the two earlier mentioned tracks, and ILD or CBID, or disability mainstreaming, seem
to focus on the same goal: ‘inclusion for all’. Following only the single-track approach of disability
mainstreaming carries the risk of losing specific and necessary disability interventions. Even the
proponents of disability mainstreaming state that it is important that services for persons with
disabilities, like rehabilitation, are preserved (24, 25). Disability and rehabilitation expertise is
essential, not in the least because, when inclusion in mainstream development is not fully possible—which for various reasons is often the case, the specific available expertise can and should
be employed to look for solutions that fit the needs and capabilities of persons with disabilities
(25).
The ‘R’ within the acronym ‘CBR’ represents the need for special rehabilitation services. Some
professionals and many disability activists criticize the smallest hint of a medical approach. Nevertheless, for many people—and especially those living in low-income countries—these basic but
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essential (rehabilitation) services can make a tremendous difference in their lives and well-being.
Rehabilitation is often the first step for people with disabilities to be able to access other aspects
of CBR programs, such as education, income-generating activities, and social life. An improved
health condition enables people to keep active and participate in school, work, and social life.
This improvement again gives a person the opportunity to generate income and acquire better
quality of care: a so-called upward spiral. Indeed, many CBR projects reported that individual interventions brought about change for persons with disabilities, which subsequently made a huge
impact on their participation in broader social and other activities. Negative attitudes regarding
the value and role of people with disabilities can easily change, as through rehabilitation: people
can see that a person with a disability is indeed able to work, go to school, or perform day-to-day
activities. Perhaps rehabilitation is more a means than an end, and we should be careful to bypass
or even ignore the specific interventions track. Working towards inclusion using a one-track approach is fragile and might even be a harmful exercise.
The following anecdote illustrates what might happen if we turn our attention away from medical care and rehabilitation. During an evaluation of a multi-year project focused on how self-help
groups improved the quality of life of people with disabilities—especially those with disabilities
due to leprosy—quality of life was divided into seven domains or realms: interpersonal relationships, personal development, self-determination, social inclusion, physical well-being, material
well-being, and rights/empowerment. The evaluation showed that considerable improvements
were achieved in all but one domain: the health domain. This domain, which we assessed by reviewing physical well-being, had not received much attention in this 5-year program. Subsequently, this neglect resulted in a situation in which people affected by leprosy were having dramatic
ulcers or other conditions that would require timely physical rehabilitation.
In light of the discussion presented in this chapter, we see a great need for a new debate on
CBR. It appears that CBR is increasingly being criticized even within its own circle of advocates.
Criticism in itself can be very fruitful; it is essential. Surprisingly, hardly any discussions about the
usefulness of the CBR Guidelines, a project that has cost a lot of time, energy, and money, have
taken place since its launch. Articles that do mention the usefulness of the CBR guidelines are
Grandisson (26); Grandisson, Hébert, and Thibeault (27); and Velema and Cornielje (28). However, no author, to my knowledge, has yet dedicated a specific study on the use and usefulness of
the CBR Guidelines. This project took seven years to finish and involved a large and varied number
of professionals, disability advocates, and (I)NGOs. It also was a project that was spearheaded by
the WHO and other UN agencies as well as the IDDC with highly committed staff. Yet, as stated, it
appears that the debate has stopped regarding new translations of the CBR Guidelines. The critical and maybe even academic debate about the importance of CBR and the CBR Guidelines is,
however, nowhere to be seen.
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CBR: A Panacea to the Problems
of People Affected by Leprosy?
Is CBR the solution for all of the challenges people with leprosy face in their life? Certainly, CBR as
a philosophy and approach should not be overestimated. Yet CBR offers opportunities when it is
well developed as a multi-sectoral system, set up by national governments in collaboration with
civil society stakeholders. Whereas (national) governments develop policies, it is local governments, together with civil society, that develop the required services, interventions, and actions
needed to ensure that people with disabilities, including those affected by leprosy, will optimally
benefit from these arrangements. Top-down planning should go together with bottom-up and
contextualized developments.
Leprosy organizations, some of which have strong links with national governments and others
that work with civil society organizations, are well placed to lobby for leprosy-inclusive CBR development. They should dismiss the misguided idea that they themselves should or can do CBR.
Rather, they should join the ranks of those who plead for the inclusion of people with disabilities
in all spheres of life. Where they are not yet part of a ‘disability inclusive network’, they should
make a bold decision to gradually withdraw from leprosy-specific rehabilitation services. These
specific services reinforce the idea that people with leprosy are special, in need of special development and rehabilitation services, and subsequently augment stigma and isolation. People with
(disability due to) leprosy are as special as others with disabilities, which is precisely why they also
have a right to get the same type and quality of services as others. Such a point of view is not new
or revolutionary. It is an old story and yet leprosy organizations, professionals as well as people
affected by leprosy, seem to maintain the status quo and may continue to support and develop
CBR projects mainly for people affected by leprosy.
In their study, Peters et al. (29) look into the meaning of leprosy and everyday experiences and
state that ”Leprosy services continue to be needed and should be strengthened and made more
responsive to the diverse needs of affected persons where possible, including to some of those
formally declared ’cured’”. While not denying that services are continually needed, it is unfortunate that Peters et al. don’t make an unequivocal point about the governance of such services:
these services should not be (semi) vertically organized. They should rather become part of existing (health) services or, in other words, they should form an integral part of mainstream (CBR)
services. Instead of further strengthening (semi) vertical leprosy services, it would be useful to
truly start strengthening local national (health) systems and invest especially in capacity building.
No doubt this goal is challenging, but ultimately it would be more sustainable and in the best interest of people affected by leprosy. It is in the interest of the public and of governments, too, as
they ask for rehabilitation approaches that are cost-effective. Considering that a relatively small
number of people are affected by leprosy and in need of rehabilitation, special organized services
cannot not meet the criteria of cost-effectiveness and sustainability.
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Policy considerations should focus on developing mechanisms to mitigate the risk of negative
spillover effects coming from special programs for specific people on public systems, especially to
prevent such programs from:
•

depleting human resources from mainstream services,

•

diverting scarce managerial and clinical staff time to manage the program,

•

overburdening procurement and supply-chain management systems,

•

fragmenting monitoring and evaluation systems by creating duplicate structures,

•

creating salary inflation and differential pay and incentive structures that adversely affect
the motivation of staff in the mainstream systems,

•

reducing regular funding and reducing the chance of sustainability once the program ends,
and

•

undermining trust between providers and the users and stifling community-driven initiatives by imposing externally conceived top-down solutions (30).

People with disabilities due to leprosy, in fact, deserve more than special services. They have a
right to access and use all public mainstream services, which go even beyond the 25 life domains
in the WHO-CBR matrix. This message cannot be overestimated and, first and foremost, needs to
be communicated and practiced by those working in the field of leprosy.
Another approach towards the inclusion of people affected by leprosy that could be realistic is a
modified CBR approach, as suggested at the 15th International Leprosy Congress. The approach
that was suggested uses the existing leprosy-specific services or infrastructure to facilitate “reverse integration,” i.e., integration of people without leprosy in these programs. General CBR
services could be set up around existing leprosy services. During the 15th International Leprosy
Congress, it was noted that people affected by leprosy who are in need of rehabilitation are
often spread out over a large geographical area, a factor that in itself is already challenging for
establishing (cost) effective and sustainable developments (31). An interesting example of such
a philosophy is illustrated at the Green Pastures Hospital of the International Nepal Fellowship
(INF) in Nepal. Their board decided to change from specialist leprosy to general services, which
opened up the possibility of using facilities and expertise for the rehabilitation of non-leprosy affected persons while also moving towards the reduction of stigma (see Chapter 4.5) and prejudice
against patients with leprosy (32). The CBR program of Partnership for Rehabilitation (PFR) that
was already offering its services to people with other types of disabilities formed a great complementary service in which referrals became well institutionalized (33).
When leprosy organizations ensure that their rehabilitation efforts take place in a mainstream
environment (or otherwise implement reverse integration), their already existing rehabilitation
services and programs should become available and accessible for people with all types of disabilities. However, some authors suggest that it is the stigma attached to leprosy, as well as the
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existing (separate) leprosy control programs themselves, that are the main reasons why CBR program managers do not include people affected by leprosy in their programs (17, 34). The stigma
that may exist is certainly a factor that should be taken account, but that stigma also could be
maintained and even reinforced as long as we see people with the (in)visible signs and disabilities
of leprosy as special people. The following situation may give you some insight into this question:
During a fieldtrip, as part of an evaluation in an Asian country, we met a young man who was
diagnosed with and treated for leprosy in the past. During treatment, he received eight months
of vocational training in metal work and, as a result, got a job in a metal workshop. However, as
he realized that he could do more he decided to look for another job. We visited and interviewed
him at his workplace and he expressed that he was very satisfied with his new working environment. Within five minutes, however, we realized that we had better stop the interview, as we
seriously regretted that we had met in his work environment, where we were almost sure that
his current boss was not aware of his previous medical condition and, in fact, why should he have
been aware anyway?
This story is one of success, as the young man was successfully treated for leprosy; he received
good quality vocational training that enabled him to get a job; and his confidence and initiative
to change work places for a better future illustrates empowerment and inclusion in society. The
young man no longer is a person affected by leprosy, but a capable young man who can compete
with others in society. When we, the evaluation team, asked to interview a person affected by
leprosy, it would have been better to leave this man alone. In a way, we confronted him with his
previous disease at the risk of losing his job. When people exit the ‘CBR box’ (Figure 3), we should
also treat them this way and make sure we do not keep the stigma alive, when society has already
accepted that very same person. While stigma is a factor that should be considered in an individual rehabilitation plan as well as in the organization of CBR, one should be aware that the very
same staff and services that pay attention to stigma may be stigmatizing contributors.
In conclusion, is there a panacea and is CBR the answer to the needs of people affected by leprosy? The CBR approach in various contexts and often in various forms and models can be meaningful for the inclusion, empowerment, and improvement of the quality of life of people with
disabilities, including people affected by leprosy. It is not the only answer, as the practice of mainstream CBR often ignores the needs of people affected by leprosy, maybe because of stigma,
maybe because of existing (semi) vertical or special rehabilitation programs for people affected
by leprosy. It is of crucial importance that the leprosy field (INGOs and NGOs) truly mainstream
its rehabilitation activities. At the same time, the ignorance that is seen among mainstream organizations needs to be tackled and not just accepted.
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