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Preface
Danida has been assisting the National Leprosy Eradication Programme since
1986 in the states of Tamil Nadu, Orissa and Madhya Pradesh (bifurcated
into Madhya Pradesh and Chhattisgarh in November 2000). One of the main
aims of the third and final phase of DANLEP has been to develop strategies
for reaching the un-reached groups, including the tribal communities, in
the programme states.
The main problems in tribal areas, which diminish the capacity of both the
health care system to deliver quality services and of the people to avail of
them, are physical isolation, social marginalisation, under-development,
poverty and illiteracy. It is in this context that the World Health Organization
has put forward the concept of Special Action Projects for the Elimination
of Leprosy (SAPELs) for the coverage of difficult, inaccessible areas and
neglected population groups. SAPEL is an intensive time-bound project,
concentrating resources within a limited area.
Due to the high investment of human resources in the planning and
implementation of SAPELs and the time-bound nature of the campaign,
DANLEP sought to develop a more sustainable strategy based on social
mobilisation and community participation leading to local ownership of
the leprosy elimination programme.
Based on the principles of intersectoral collaboration and community
participation, the outline of a tribal strategy presented in this document
seeks to build partnerships for leprosy elimination activities between
different stakeholders at the local level.
One of the key elements of a tribal strategy is the involvement of the
panchayati raj institutions in the planning, implementation and monitoring
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of leprosy elimination activities at the village-level. A second element is
the development of a local corps of link workers, who would, in partnership
with the local health system, undertake leprosy work in their respective
areas. The approach suggested below not only seeks to involve local selfgovernment structures embodied in the PRI and tribal panchayats but also
NGOs and CBOs, which have emerged as the main intermediaries between
state and society.
DANLEP has implemented initiatives to reach the un-reached on a pilot
basis in several tribal blocks between 2000 and 2002. In Madhya Pradesh,
a pilot project was undertaken in Kirnapur block of Balaghat district. In
Orissa, a pilot project covered six tribal blocks, viz. Tiring, Bahalda and
Jamda blocks of Mayurbhanj district, Kuarmunda block in Sundargarh district
and Kotapada and Borigumma blocks in Koraput district. In Chattisgarh,
Darbha block in Bastar district was the project site. In each case, the approach
has been modified in response to the local context of its operationalisation.
Making health care services available to the marginalised tribal areas continues
to be an urgent issue, requiring well-planned intersectoral efforts. However,
sustainability and community ownership of any initiative continue to depend
on local involvement and acceptability of the intervention, based on a
participatory approach rather than a health system-driven top down approach.
The present document seeks to describe the activities facilitated by DANLEP
for case detection and treatment delivery in tribal areas of Madhya Pradesh,
Orissa and Chhattisgarh. The first chapter lays out elements of a strategy
for leprosy elimination in tribal areas based on DANLEP experiences in the
four states. Chapter Two summarises a DANLEP report on “Special Action
Project for the Elimination of Leprosy” (SAPEL), a campaign-based approach
particularly targeting remote and inaccessible areas.1 Some of the lacunae
of special leprosy elimination campaigns, such as SAPEL and Modified Leprosy
Elimination Campaigns (MLECs), concern migratory workers and other unreached segments of the population. These lacunae were identified and an
attempt was made to overcome them in a pilot project in Kirnapur Block of
Balaghat Distict in Madhya Pradesh. This project is described by R.K. Mutatkar
and Pradeep Krishnatrey in Chapter Three.
1

Narayanan, Gita. SAPEL – A Special Project for Special Circumstances. DANLEP, 2002: New Delhi.
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Chapter Four summarises other activities in tribal areas of Madhya Pradesh,
including a unique strategy of developing a corps of tribal link workers
through an alliance with the Gayatri Pariwar organisation by the Madhya
Pradesh DANLEP unit.
A series of health seeking behaviour studies among the Gond,2 Bhil3 and
Sahariya tribes of Madhya Pradesh are then presented; the latter in Chapter
Five by S.K.Singh. These studies not only focus on the social conditions of
leprosy-affected persons in marginalised tribal communities with numerous
health problems, but also point to important differences among tribal
societies, for example in the way leprosy is stigmatised or not.
Chapter Six describes DANLEP’s work in tribal areas of Orissa. The challenges
in developing programmes for un-reached population groups are identified
and an attempt made to overcome them is described. Furthermore, the
chapter provides a detailed account of a pilot project, that focused on
establishing social networks and working with panchayat institutions, which
was implemented in six endemic tribal blocks in Mayurbhanj, Sundargarh
and Koraput districts.
Finally, Chapter Seven provides an account of a successful leprosy elimination
campaign involving the local health system and the panchayats in Darbha
block of Chhattisgarh.
It is hoped that the present volume will provide an overview of challenges
experiences and avenues for action, and that it may be a helpful tool for
providing leprosy services to the remaining un-reached tribal populations,
both within and outside the states covered in book.

Jens Seeberg
Renu Addlakha

2
Leprosy: Perceptions and Practices of Gonds in Betul, Chhindwara and Hoshangabad. Vimarsh, Bhopal.
DANLEP, 2002: New Delhi.
3

Leprosy: Perceptions and Practices of Bhils in Jhabua. Centre for Advanced Research and Development,
Bhopal. DANLEP, 2002: New Delhi.

x

Towards Leprosy Elimination in Tribal Communities

Towards a Strategy for Leprosy
Elimination in Tribal Areas
Jens Seeberg1 and Renu Addlakha2

Danida has been supporting the National Leprosy Eradication Programme
(NLEP) since 1986 in the states of Orissa, Madhya Pradesh (now bifurcated
into Madhya Pradesh and Chhattisgarh) and Tamil Nadu. During the first
two phases of the project, innovative approaches to community
participation, health education and human resources development were
successfully tried out. During the third phase (1998-2003), the project
has focused on promoting the integration of the NLEP into the primary
health care system. However, it has also been a priority to identify new
strategies for reaching the un-reached, including the tribal communities
of the program states.
According to the 1991 census, the tribal population constitutes about eight
per cent (67.7 million) of the total population of India. Orissa and undivided
Madhya Pradesh were the states with the numerically largest tribal
populations in India. Focusing on the three states of Orissa, Madhya Pradesh
and Chhattisgarh, it is the thrust of this document to discuss specific
problems related to leprosy elimination in tribal areas, and to present the
DANLEP experiences in this connection. An outline of a general tribal strategy
for leprosy elimination on the basis of the lessons learnt is presented in
this chapter.

The concept of ‘tribal’
Before independence, tribal communities were variously named and were
included under the category of ‘depressed classes’. After independence, the
concept of ‘Scheduled Tribes’ (ST) was coined and given legal status, as it
was included in the Constitution vide Article 342 (i) empowering the
1
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President of India to specify the tribes or tribal communities by public
notification. Consequently, the identification of tribal groups has been
established as part of an administrative process, whereby the peoples thus
identified became eligible for certain development schemes and other statesponsored benefits.
From a social and cultural perspective, however, the word ‘tribal’ is more
than a simple administrative category naming a social group. Often, the
term is associated with negative connotations of primitivity, superstition,
backwardness and similar ethnocentric notions. Such prejudice is counterproductive for promotion of a dialogue between ‘tribals’ and ‘non-tribals’
as they pose a radical distinction between ‘them’ and ‘us’. More useful
approaches recognize people in terms of certain concrete criteria, such as a
distinctive culture, religion, language and self-ascribed ethnic identity,
through which people distinguish themselves from others.
Language is one of a range of possible characteristics used to define an
ethnic group. However, it is not always clear what is meant by language and
dialect. In a linguistic sense, a dialect is a local form of a more widespread
language. Therefore, it is assumed that people speaking different dialects
of the same language would usually be able to understand each other. This
is generally not the case for different languages, which do not share
vocabulary, grammar, syntax and/or other distinctive characteristics. Hence,
there is nothing distinctly tribal about tribal languages; and from a linguistic
point of view, any language (be it English, Greek or Sanskrit) has once been
a ‘tribal language’.3 In that sense, Gadaba and Juang spoken by different
ethnic groups in Orissa are different languages in the same sense as English
and Hindi are different.
Another distinguishing attribute of tribal societies has been the egalitarian
nature of gender relations. This is reflected in a near-equal sex ratio in
many tribal groups, often with a majority of women. While women may
traditionally have an equal or even higher status compared to men, it is
also true that these structures of equality are undermined as the tribal
groups become more socially, economically and politically integrated with
3

Mahapatra, Kh: Tribal Languages of Orissa. In Kh. Mahapatra (ed.) Tribal Language & Culture of Orissa.
Orissa, 1997: Academy of Tribal Dialects & Culture, Government of Orissa.
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mainstream society. According to the 1981 census, while the sex ratio among
the Gond, Halba, Munda and Kanar tribes of Madhya Pradesh was equal
between men and women, the corresponding figures for the Bhil Meena,
Korku and Kolam tribes were even then closer to the present sex ratio for
North Indian towns like Delhi and Chandigarh (less than 900 females per
1,000 males).

Issues of marginalisation
While stressing the need to acknowledge the differences among ‘tribes’,
including socio-cultural differences, different levels of economic development
and different forms of political organisation, being defined as ‘tribal’ in the
first place points to certain socio-economic and cultural disadvantages.
There are many assumptions about tribal communities, some of which have
a core of factuality while others are mere stereotypes based on prejudice.
Tribal communities are marginalised from the mainstream society in
important ways. These, more often than not, include living in a hilly or
otherwise harsh geographical environment with limited control over natural
resources, limited access to public services such as health care, education,
water and sanitation, and infrastructure for transport and communication.
This document is concerned with such marginalised tribal communities and
the issue of making leprosy services both available and availed of under
such circumstances.
Perhaps due to the classification of many different tribes under the unifying
category of Scheduled Tribes, there has been a tendency to ignore the
differences among the tribal communities by mainstream society. This has
resulted in disregarding their local knowledge, reducing tribal languages
to the status of dialects and ignoring locally developed technologies.
Assimilation into, rather than integration with, mainstream society has been
the consequence, when tribal populations have migrated to urban areas.
When local knowledge is acknowledged, for example in a study of
ethnobotany among the Sahariyas in Madhya Pradesh, this is more likely to
benefit the outside world rather than the tribal community.4
4

R.M. Painuli and J.K. Maheshwari: Some interesting ethnomedicinal plants used by Sahariya tribe of
Madhya Pradesh. In J.K. Maheshwari (ed.): Ethnobotany in South Asia. Jodhpur, 1996: Scientific
Publishers.
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Observers have adopted different perspectives on the issue of tribal
development. Some have seen it as a central purpose to preserve tribal cultures.
The supporters of this position highlight the detrimental effects of contact
between tribal and non-tribal groups. For instance, increased migratory labour
and alcoholism may lead to cultural extinction of the tribal communities. This
position entails a risk of establishing living museums where people do not
have access to the benefits of the outside world. Others wish to promote
assimilation under or integration with the society at large, arguing that there
is no legitimate rationale for denying the tribal communities access to the
services, opportunities and risks that exist for mainstream society.

Tribal areas and the health system
In addition to the general problems of physical isolation, social
marginalisation poverty and illiteracy, there are other factors, which adversely
affect the delivery of health services in these areas.
Due to the physical remoteness and general underdevelopment of the tribal
areas, many health workers do not want to be posted there. In existing
health posts in the tribal belts, there is a paucity of manpower due to the
frequent transfer of officials. Furthermore, each NLEP worker may be assigned
150-200 villages. The scattered location of the villages, many comprising
several hamlets of four to six houses, makes traditional case-detection with
an active search approach a momentous task. The absence of roads, the
large distances combined with the vagaries of the weather and geographical
terrain, are obstacles to health workers in performance of their routine
work. In addition, tribal people regularly migrate to the towns in search of
work outside the agricultural season, making coverage by NLEP workers
even more difficult.
Apart from the natural and material constraints on account of poor
accessibility, harsh terrain and inadequate manpower, the quality of health
care delivery in tribal areas may also be adversely affected by the general
perceptions and attitudes of non-tribal health workers, who some times
function within a framework of social stereotypes about tribal mentality
and way of life. These stereotypes are derived from the same ethnocentric
notions of primitivity and backwardness discussed earlier and may largely
be linked to the general ignorance about the distinctive cultures and
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languages of the tribal groups. Alcoholism, non-vegetarianism, absence of
physical hygiene, violence, promiscuity and gambling form the cluster of
attributes often used to describe ‘the tribal way of life’. This configuration
may not facilitate health workers’ communication with tribal communities.
For instance, a joke doing the rounds among health workers in the tribal
areas in Madhya Pradesh mocked that “after 7 pm these tribals take MDT”,
where M stands for mutton, D stands for daru (alcohol) and T stands for
toddy. While seemingly innocent, such jokes point to a disturbing implicit
racist perception of tribal groups.
The social distance between tribal communities and the health system is
not a one-way street. Due to the historical inequity between tribal and nontribal societies, non-tribal health workers are often met with mistrust,
suspicion and non-cooperation from tribal people. Special communication
strategies are required to enter into dialogue with them. Language is the
most potent medium of communication not only for sharing knowledge but
also for negotiating behavioural change. While many tribals may be fluent
in the dominant language in the area, this should not lead to the assumption
among health workers and managers that, consequently, there is no need
to use the tribal language for health communication. When the aim is not
only to share knowledge about the basics of leprosy as a curable disease
and the availability of free and effective treatment, but to transform deepseated perceptions and stimulate behavioural change, particularly in areas
where leprosy if highly stigmatised, then the use of the local vernacular is
likely to be more effective. Making the effort to do this would increase the
credibility of the health system and would likely translate into higher rates
of voluntary reporting, treatment seeking and treatment completion.
Enrolling a larger number of tribal health workers fluent in the local language
is one operational strategy in this regard.
A long distance between community and health facility is not only a deterrent
to service delivery, but will also adversely affect service utilisation. However,
the nearest health sub-centre may often be miles away from the village.

Panchayati raj institutions in tribal areas
The panchayati raj institutions (PRIs) are self-government units at the local
level, designed to plan and implement developmental programmes, either
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formulated by themselves or being the result of higher-level planning. The
panchayats are engaged in a range of activities in the areas of water and
sanitation, agriculture, power, health and environment. The aim of the system
is to accelerate socio-economic development through decentralised planning
and implementation. It is a three-tier system with the zila parishad at districtlevel, jan parishad at block-level and gram panchayat at village-level.
The establishment of the PRI system in tribal areas has not been without
criticism. One central issue of this debate has been the expansion of the
panchayati raj institutions to include all communities in the country. For
example, Patnaik asks:
“Where the tribal panchayats are still effective as indigenous political
institutions and run along democratic principles and serve well the cause of
peace and good government for the tribals, what is the point in
superimposing an alien political structure like statutory gram panchayat
which the tribals do not understand and do not feel as theirs?” (P. 97).5
However, a detailed and thorough study of the Dongaria Kondh of Orissa
suggests that “the interference of the panchayati raj system into the
traditional, political organization after Independence has brought some
changes in the regional political culture. Though the Dongaria Kondh have
become subservient to the present panchayat system, their traditional
political organisation is still functioning and in most of the cases the
traditional leaders have modernised and partly become panchayat leaders”.6
Acknowledging the importance of the panchayati raj, it is also necessary to
be aware that the relationship between the local panchayat and the
marginalised parts of the population in its constituency varies, as does the
effectiveness with which the panchayat addresses local needs, as is
occasionally brought to public notice by the press.7

5

Patnaik, Nityananda: Anthropological Studies on Indian Societies. Modern Book Depot, 2001: Bhubaneswar.

6

Jena et al.: Forest Tribes of Orissa, Vol. 1: The Dongaria Kondh. In K. Seeland and F. Schmithüsen (eds.):
Man and Forest Series. New Delhi, 2002: D.K.Printworld.
7

An example of this was published in The Indian Express on 14 November 2002, pointing to a direct link
between cases of starvation and hunger among tribal populations and the lack of direct interaction
with the panchayat institutions.
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Realising such problems, it is found essential to continue working towards
strengthening the panchayat institutions as key players for health in general,
and for leprosy elimination, being the concern of DANLEP, in particular. As
will be described below, it has been a central feature of the DANLEP activities
in the tribal areas in Orissa, Chhattisgarh and Madhya Pradesh to work
through the PRIs to establish networks for leprosy elimination.

Outline of a strategy for leprosy elimination in tribal areas
The outline presented below of a generic model for leprosy elimination
activities in tribal areas is based on the lessons learnt from pilot projects
involving the panchayati raj institutions in Orissa, Chhattisgarh and
Madhya Pradesh.
The geography of many tribal areas – remoteness from centres of trade,
administration and public resources, difficult terrain and scattered
habitations – is a major barrier for delivery of and access to health services.
The main economic activity in tribal area continues to be seasonal agriculture,
with little or no industrialisation. Periodic migration to the cities for manual
labour is often the only alternative source of livelihood.
On this background, the objective of the tribal stragety is suggested below.
Key elements of a strategy
The outline of a strategy for leprosy elimination in tribal areas is based on
the following key elements:

Objective of the tribal strategy
To provide decision-makers and service providers with a model for
development of community-based leprosy elimination activities and
networks in tribal areas based on the involvement of local stakeholders,
panchayat institutions, NGOs and other potential partners, and taking into
account the specific context of limited or no access to health care services,
language barriers, widespread illiteracy, poverty and marginalisation of
tribal communities.
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l

Networks for leprosy elements involving PRI and tribal panchayats, NGOs,
local stakeholders and the government health system to function as an
extension of the GHS in areas with inadequate primary health care services.

l

Involvement of bilingual persons in the network who can bridge the
communication gap between tribal language minorities and majority
population with a different language.

l

Involvement of traditional healers and practitioners of other systems
of medicine in the network.

l

Sensitisation and training of stakeholders to be able to undertake the
required activities for leprosy elimination.

l

Sensitisation and training of non-tribal health staff to enhance
understanding of the tribal communities with which they work, and to
address prejudice and discrimination against tribal populations, if
required. Existing experiences with gender training may serve as a model.

l

Development of IEC materials involving local tribal artists, using local
motives and stories.

l

Combination of voluntary reporting with special action projects for case
detection and destigmatisation.

l

Exploration of the applicability of accompanied MDT services in tribal
populations.

An outline of a leprosy elimination strategy for tribal areas is described
below, keeping the above contextual features in mind.
Why an outline?
As will be evident from the following chapters, the DANLEP experiences
with leprosy elimination in tribal areas that have been documented in this
book are based on pilot projects. That is reflected in the nature of the steps
that have been identified in this chapter by the fact, that focus is exclusively
on the block- and village-levels. While the Orissa chapter stands out for
having involved six blocks with different tribal communities, the strategic
expansion of the initiative at district and state levels does not follow from
these pilots. Hence, further work in tribal areas remains to be done, before
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a proper strategy can be carved out. The work presented in this volume
should, therefore, be seen as a first step towards developing such a strategy.
Subsequent steps of the development of the strategy should be taken with
the active involvement of representatives for the tribal populations in
question.
Strategic steps for tribal leprosy elimination
It is a strategic assumption, that marginalised tribal communities as initially
described in this chapter would by and large have little or no access to
general health services. Hence, integration of NLEP with the GHS would
make little difference in such areas, and the need for special efforts to
achieve leprosy elimination in many tribal areas would remain, even after
integration of leprosy services has taken place. Based on experiences with
such special initiatives, a number of steps have been identified for leprosy
elimination in tribal areas:
1. Selection of intervention area.
2. Baseline data on population and health.
3. Participatory local study on leprosy and health.
4. Identification and assessment of stakeholders.
5. Sensitisation of PRI members at block-level.
6. Sensitisation at village-level and development of PoA.
7. Budget.
8. Training.
9. Ensuring service delivery.
10. IEC Activities.
11. Case detection: Skin and POD camps.
12. Case detection: IPC.
13. Documentation.
14. Monitoring and follow-up.
The model provides some guidelines for planning leprosy elimination work
in tribal areas. The suggested procedure is indicative and not absolute. The
sequencing of events, the composition of stakeholders and the timing of
activities should be worked out in response to the local context in which
the model is being operationalised. Often a time lag is observed between
the planning, implementation and monitoring phases of a project. Experience
has shown the time frame for the completion of the various tasks has been
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quite lengthy, ranging from a period of nine months to two years. A realistic,
but preferably short (six to nine months) time frame is likely to produce
the most optimal results.

STEP 1: Selection of intervention area
Activity

Selection of one or more tribal blocks. Areas with a PR
above five and areas where there is reason to question a
reported low PR should be prioritised.

Responsible
NLEP/GHS officials, especially the CDMO and the
person/institution BMO, and local NGOs.
Process

Preliminary discussions among government officials,
NGO representatives and tribal panchayat members at
block-level on the feasibility of the project. Establishing
preliminary consensus on the project.

Outcome

Tribal areas selected according to criterion, based on
consensus among stakeholders.

Resources

Time and commitment of involved parties.

Risks

Lack of interest and enthusiasm to focus on leprosy as a
priority.

Assessment
indicators

1. Level of interest shown by different stakeholders.
2. Level of cooperation.
3. Level of commitment expressed.

Once a consensus has been reached, further baseline data should be obtained
to get an overview of the area. In practice, steps one and two may merge, as
the process of establishing the necessary background information may
closely interwoven with a series of meetings to select the intervention area(s).
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STEP 2: Baseline data on population and health
Activity

Situational analysis to get an overview of the
demographic composition, including the possible coexistence of several tribes and languages spoken, a
general health profile as well as the prevailing leprosy
situation, and available health resources and other
infrastructure in the selected area.

Responsible
NLEP/GHS officials (especially BMO), NGO
person/institution functionaries, who have agreed to participate, and, if
possible, partnering research communities.
Process

Collecting and analysing statistical information on
demographic and health profile, the leprosy scenario and
information on the health and other infrastructure in the
selected area.

Outcome

An area-specific database on leprosy prevalence and
health infrastructure in the target area.

Resources

1. Block-level statistical data on leprosy (SAPEL, LEC
reports).
2. Directory of government and NGO sponsored health
facilities in the area, as available with local health
department.
3. Mapping of private clinics and traditional healers in the
area.
1. Unavailability of reliable and up-to-date data.
2. Unavailability of a competent data analyst.

Risks

Assessment
indicators

A situational analysis available, covering the following
aspects: a) demographic and socio-economic description
of the population; b) data on the health profile and leprosy
situation in the area; c) the number of health facilities
available categorised by location, sector (public, private,
NGO), and system (biomedical, ISM, other), and
availability of treatment.

Towards a Strategy for Leprosy Elimination in Tribal Areas

11

Apart from the general health profile and leprosy related data, it is necessary
to assess the local knowledge on skin diseases, on leprosy in particular, and
on health seeking behaviour and related issues in general. This research
may call for establishing partnerships with existing research communities
that have experience with doing research in the area and/or with the use of
participatory rural appraisal (PRA) techniques.8 Such skills may also be
available with NGOs working in tribal areas.
In addition to the gained knowledge, the use of participatory research
methods in this context also serve to set leprosy on the agenda during
research-related group discussions and exercises in the tribal community,
thereby increasing the dialogue and mutual understanding between the
stakeholders and the community at large.
A limited local study further serves as a correction to the general statistical
data obtained for the baseline analysis, which may cover larger population
groups and hence not be specific to the local area selected.

8
See S.K. Singh: A Research-cum-Intervention Initiative among Sahariya of Madhya Pradesh, this volume.
PP.61-77
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STEP 3: Participatory local study on leprosy and health
Activity

To establish an emic understanding of leprosy and its
treatment among the tribal group(s) in the selected
area through dialogue and participatory research
methodology.9

Responsible
NLEP/GHS officials, NGOs and, if possible, partnering
person/institution research communities.

9

Process

Collating a descriptive account of local understanding of
leprosy and its treatment based on documentary and
field work, using a range of participatory research
methods, as required.

Outcome

The stakeholders obtain a better understanding of local
knowledge about leprosy, its symptoms and treatment.
The community become involved in leprosy- and healthrelated discussions.

Resources

1. Existing anthropological and other relevant studies.
2. Oral accounts of health workers.
3. Fieldwork in selected villages (individual interviews,
focus group discussions, key informant interviews with
leprosy patients, their families, traditional healers and
PRI methods).
4. Sufficient time to carry out the study.

Risks

1. Competent researcher(s) not available.
2. Reliable data not available.
3. Funding for study not available.

Assessment
indicators

Availability of descriptive account(s) of illness
perceptions and health-seeking behaviour of the relevant
tribal group(s).

‘Emic’ refers to a socio-cultural analysis based on local knowledge and terminology.
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Many predominantly tribal habitations are located in small hamlets and are
generally situated at the outskirts of a largely non-tribal village. For instance,
among the Sahariyas, there is very little social and cultural exchange between
the main village and the surrounding hamlets. When identifying
stakeholders, care should be taken to ensure that populations are not left
out due to this residential pattern. Residents from the main village may not
automatically include peripheral hamlets in the activities.
Traditional healers have been identified as important stakeholders, but they
are not the only non-government service providers, even in remote tribal
areas. While private biomedical practitioners may still be few and far between,
quacks and ISM practitioners have made in-roads in these areas. What status
they should be accorded in the tribal leprosy elimination strategy should
be decided on the basis of an assessment of the individuals involved, as
part of Step Four.
While the identification of stakeholders is described as a separate step, it
would be an advantage to carry this out as part of a PRA study, in connection
with individual and group interviews and other exercises.
Where a language barrier exists between the initiators of the leprosy
elimination in the specific area and the selected population, it is very
important to ensure the presence of bilingual resource persons in the
stakeholder group, who would be able to bridge the communication gap.
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STEP 4: Identification and assessment of stakeholders
Activity

Identification of stakeholders at policy, provider and
community-levels.

Responsible
NLEP/GHS officials (especially BMO), NGOs.
person/institution
Process

Systematic listing of potential partners for participating
in leprosy elimination campaigns, and relative
assessment of each stakeholder’s contribution, availability
of time, interest, willingness and potential drawbacks,
preferably as part of a PRA.

Outcome

1. The participation of selected stakeholders has been
assessed in terms of the above criteria.
2. A final list of stakeholders has been prepared.

Resources

1. Reliable information on panchayat bodies, ethnic and
language groups, health providers, NGOs, and local
human resource potential.
2. Information on local pathways of influence and power.
3. The above may be generated through PRA methods
(Step Three).

Risks

1. The list of stakeholders may not be representative of
the community and/or may not include all categories of
players of interest (for example women, LAPS, traditional
healers).
2. The list of stakeholders may not adequately capture
and represent the interests of people or groups who are
marginalised within the tribal community.

Assessment
indicators

1. An overview is established of local decisionmakers, health service providers (including traditional
healers), former and current patients, influential families
and other groups and individuals of the community.
2. A comprehensive list is available of important
stakeholders including panchayat members at block- and
village-levels, teachers, shop owners, health workers and
others who could function as volunteers.
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STEP 5: Sensitisation of PRI members at block-level
Activity

Sensitisation about leprosy issues of panchayat
members at block-level.

Responsible
NLEP/GHS officials (especially the BMO), the
person/institution sarpanch and NGOs.
Process

Sensitisation workshop at block-level attended by
panchayat members, functionaries from different
government departments like education, tribal welfare,
revenue and local NGOs.

Outcome

Panchayat members are sensitised about leprosy and
agree to participate actively in the elimination initiative.

Resources

1. Time of participants;
2. Space to hold meeting;
3. Resource persons;
4. TA/DA;
5. Refreshments.

Risks

Participants do not attend or do not agree to prioritise
leprosy elimination.

Assessment
indicators

1. Participants are familiar with leprosy as a disease,
its treatment and the elimination strategy.
2. They are committed to taking active part in the
campaign.
3. The PRI members agree to schedule similar
sensitisation workshops at gram sabha-level.
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STEP 6: Sensitisation at gram sabha-level10
Activity

Sensitisation workshops at gram sabha-level and/or
of tribal panchayats, listing of volunteers and development
of a local plan of action (PoA).

Responsible
PRI members, especially sarpanchs and heads of
person/institution health committees in coordination with local NLEP/GHS
functionaries and NGOs.
Process

Sensitisation workshops about leprosy are conducted
within a realistic time frame in all gram sabhas of the
selected block(s).

Outcome

Sensitisation workshops have been conducted in all
villages and a list of volunteers to function as link workers
made available.

Resources

1. Time, and space for meetings.
2. Resource persons.
3. TA/DA.
4. Refreshments.

Risks

1. Sarpanchs and panchs are not adequately motivated.
2. An adequate number of volunteers not available.

Assessment
indicators

1. Gram panchayat/tribal panchayat-level commitment
for leprosy work.
2. A village-level plan of action (PoA) for IEC, leprosy
search and case detection is prepared on the basis of
consensus-building meetings.
3. List of volunteers at village-level.

10

Wherever there are traditional panchayats in operation a in tribal villages, every attempt should be
made to involve them in leprosy elimination strategy.
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STEP 7: Budget
Activity

Budget for the activities stated in the PoA.

Responsible
PRI members, especially sarpanchs and members of
person/institution health and finance committees, in coordination with local
NLEP/GHS functionaries and NGOs.
Process

Working out a budget for planned activities, including
compensation for volunteers, materials needed and other
costs relating to the PoA. Identifying adequate resources
for the financial requirements.

Outcome

Planned activities are matched with available resources
for successful implementation of the action plan.

Resources

1. Resources from involved agencies.
2. Voluntary contributions in cash and kind from the
community.

Risks

1. The PoA is not sufficiently detailed, or does not include
all activities.
2. Involved costs are not realistically assessed.
3. Inadequate finances to implement the PoA.

Assessment
indicators

1. A realistic budget produced that matches the
activities of the PoA.
2. Resources available for implementing the action plan.
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STEP 8: Training
Activity

Training of master trainers and local volunteers for IEC
and search.

Responsible
PRI members in coordination with local NLEP/GHS
person/institution functionaries and NGOs.
Process

Local sensitisation-cum-training meetings organised to
orient master trainers (mainly local health care workers)
and volunteers on: i) leprosy as a disease and its
treatment; ii) IEC methods and skills; iii) suspecting and
referring cases. Training should be conducted in local
language(s).

Outcome

An adequate number of master trainers and volunteers
trained to carry out IEC and search activities in the area.

Resources

1. Resource persons.
2. Space for holding training workshops.
3. Time of participants.
4. Refreshments.
5. Training materials - booklets, charts, notebooks, audiovisual presentations.

Risks

1. Inadequate number of master trainers and volunteers
to cover target area.
2. Deficiencies in training (non-uniform training, contents
of training do not meet local needs).
3. Inadequate representation of important groups among
volunteers, such as women, teachers and panchs.

Assessment

1. The group of volunteers is representative of the
community
2. All volunteers are trained and able to communicate
key messages about leprosy in the local language(s).

indicators
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STEP 9: Ensuring service delivery
Activity

Strengthening infrastructure for treatment delivery.

Responsible
PRI members in coordination with local NLEP/GHS
person/institution functionaries, NGOs and other local stakeholders,
including local service providers and healers.
Process

Drug delivery points (DDPs) are created in health facilities
in the government, private and NGO sectors. Drugs may
also be kept at the panchayat office for patients under
treatment. Introduction of accompanied MDT.

Outcome

All patients have access to MDT and other treatment
delivery services.

Resources

1. Medicines.
2. Reporting and registration formats.

Risks

1. Health functionaries are not familiar with the reporting
procedures.
2. Lack of cooperation from private service providers
and traditional healers.

Assessment
indicators

Adequate supplies of MDT drugs, registers and
reporting formats are available and accessible for all
leprosy patients to be fully registered and treated.

Even with an increase in drug delivery points, the fact that habitations are
scattered and inaccessible means that this is not likely to be a sufficient
solution. Accompanied MDT, where drugs are provided to patients for a
longer period of time supported by counselling and with the patient being
accompanied by a trusted person, should also be organised. Unfortunately,
this approach has not been field-tested in the DANLEP tribal initiatives, but
further explorations should be undertaken in this area, possibly
piggybacking on the TB DOTS programme or other relevant health
programmes.
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It is important that treatment is available before IEC activities are undertaken.
Messages that promise treatment, which is not available, are
counterproductive. Once the continuous access to services, including MDT,
is set up, IEC activities should be undertaken to ensure that leprosy patients
avail of the services. While certain generic IEC materials would be available,
including pictorial materials specifically designed for illiterate populations,
the importance of the use of locally developed drawings and pictures and
terminology should not be underestimated. The prior involvement of local
artists in tailoring IEC materials to the specific audience may enhance the
value of the materials considerably, as the audience would readily identify
with materials depicting people with their own hairstyle, ornaments, dresses,
tattoos and similar markers of identity.
While seemingly evident, the use of the local language(s) for general
communication to a population is not always adopted. It goes without saying,
that IEC should be conducted in the vernacular of the target audience.
Maximal involvement of local stakeholders is the best way to cross language
barriers. Often, it may be necessary to establish mechanisms for translation
through local bilingual stakeholders.
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STEP 10: IEC Activities
Activity

Implementation of IEC activities as stated in the local
PoA.

Responsible
PRI members in coordination with local NLEP
person/institution functionaries, health department and NGOs.
Process

Context-specific IEC activities in the local vernacular,
involving, for example, kotwar munadi, street plays
(nukkad natak or kala jatha) in villages, posters and
exhibitions at local haats , rallies, interpersonal
communication (IPC), awareness camps in tribal hostels
and similar activities.

Outcome

IEC activities undertaken in target area to enhance
awareness about leprosy and its treatment.

Resources

1. IEC materials, including locally developed materials.
2. Volunteers to undertake IEC activities.

Risks

1. PRI members may not be not proactive.
2. Lack of coordination between different stakeholders
in organisation of the scheduled activities.
3. IEC messages are not locally developed, not suited
to the local context and therefore ineffective.

Assessment
indicators

1. Completion of a successful IEC campaign in the
selected community.
2. People know about the signs and symptoms of leprosy,
its curability, and the local health facilities where MDT is
available.
3. Stigmatisation of leprosy has been addressed
appropriately.
4. Increase in voluntary reporting.
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Skin and Prevention of Disability (POD) camps aim at identifying and treating
people with skin diseases and leprosy patients in risk of developing disability,
respectively. However, they also serve as important sites for IEC activities,
involving the community at large in group discussions, counselling and
care. To achieve this, the aspects of IEC described under Step ten also apply
in relation to the conduct of skin and POD camps outlined in Step 11.

STEP 11: Case-detection: Skin and POD Camps
Activity

Skin and POD caps held in the target area.

Responsible
PRI members in coordination with local NLEP
person/institution functionaries, health department and NGOs.
Process

Skin and POD camps are widely advertised and
conducted in central locations.

Outcome

1. New cases are detected through skin camps
2. Disabled leprosy patients are taught self-care
procedures.
3. Stigmatisation is discussed and effectively addressed,
as and when encountered.

Resources

Medical personnel, medicines, other equipment for POD
camp such as tubs, hot water, oil etc. space for conducting
the camp. Volunteers. Food and lodging, if a residential
POD camp is planned.

Risks

1. Inadequate resources and trained (including medical)
personnel for conducting the camp.
2. Unfeasible timing and/or location of the camp.

Assessment
indicators

1. Increase in voluntary reporting.
2. Condition of leprosy patients with disabilities is
ameliorated through POD camps.
3. Destigmatisation and increased social acceptance of
leprosy patients.
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While it has been observed that stigmatisation of leprosy patients is nonexistent or rare in many tribal groups, assimilation within mainstream Hindu
society may lead to an increase of discriminating practices against leprosyaffected persons and their families. For instance according to the sambhav
study of the Sahariya presented in this volume, the Sahariyas are increasingly
following Hindu systems of prayer, marriage and death rituals. However, so
far stigmatisation of leprosy patients has not been observed. There is also
a danger that the adoption of these practices may erode the traditional
non-discriminatory attitude towards leprosy-affected persons.

Lady in the role of traditional healer: street theatre on leprosy in a tribal village.
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STEP 12: Case-detection: IPC
Activity

Plan of Interpersonal Communication (IPC) activities in
the selected areas.

Responsible
PRI members in coordination with local NLEP/GHS
person/institution functionaries, NGOs and local volunteers.
Process

Volunteers trained in IPC interact with as many people
as possible, for example at haats, and through individual
contacts.

Outcome

1. People are advised to get skin patches examined and
are informed about health facilities where treatment is
available.
2. A number of hitherto hidden cases are detected and
put on treatment.

Resources

1. An adequate number of trained volunteers.
2. Every volunteer to be provided with educational IEC
material such as pictorial folders, leaflets, pamphlets,
brochures, body charts and the like.

Risks

1. An inadequate number of trained volunteers are
available.
2. The timing of the activity coincides with rains, a festival,
marriages, seasonal work or other priority event or activity.

Assessment
indicators

1. Increase in voluntary reporting.
2. Improved understanding of the basics of leprosy in
the community and potential stigmatisation addressed.
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The current outline of a strategy for leprosy elimination in tribal areas has
been developed on the basis of DANLEP experiences and pilot projects
among a few tribes in a few states. In order to further develop this outline,
it will be important to continue to document experiences with and lessons
learnt from the implementation of these activities as well as other means to
the same end.

STEP 13: Documentation
Activity

Document the tribal initiative for dissemination.

Responsible
NLEP/GHS officials, NGOs.
person/institution
Process

A detailed account of the planning and implementation of
the tribal initiative, including a discussion of the expected
outcome and actual achievements.

Outcome

The document is widely circulated to relevant players at
the state and national level for further development of
the strategy.

Resources

1. Availability of reliable information on the process and
outcome of the initiative.
2. A competent documenter for data compilation and
report writing.

Risks

1. Incomplete records.
2. Lack of initiative of responsible person/institution.
3. A suitable documenter cannot be made available.

Assessment
indicators

Clear chronological account of the initiative, the
planning, process, successes, failures and lessons learnt.

While the documentation may be a useful tool in the longer term, it is also
necessary to establish an ongoing, sustainable mechanism for monitoring
of the local leprosy situation, based on which local stakeholders can decide
on renewed leprosy elimination activities.
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STEP 14: Monitoring and follow-up
Activity

Monitoring the impact of the initiative and follow-up as
required.

Responsible
PRI members in coordination with local NLEP/GHS,
person/institution NGOs and local stakeholders.
Process

1. Regular review meetings of stakeholders to assess
the leprosy situation, follow-up on ongoing activities and
planning for future interventions.
2. Leprosy to be a subject on the agenda of the village
panchayat and gram sabha meetings, and required data
to be made available by the NLEP/GHS officials to
support discussions.

Outcome

A mechanism for ongoing monitoring and follow-up is
established.

Resources

Time and commitment of NLEP/GHS officials/the main
coordinating agency and sarpanchs.

Risks

Initial enthusiasm may fade and other health issues may
take priority over leprosy.

Assessment
indicators

1. Increase in voluntary reporting.
2. A short term increase in PR.
3. Wider availability of MDT.

The above steps may serve as a guideline for developing networks for tribal
leprosy elimination involving local stakeholders, NLEP and GHS officials,
panchayati raj institutions and tribal councils, NGOs and research
communities. Networks and partnerships are necessary to reach the unreached, not only for leprosy elimination but for a range of other health
and other services as well. The remainder of this book describes the various
activities that have fed into the development of the above outline of a
strategy for leprosy elimination in tribal areas. Further work needs to be
done by other players after the phasing-out of DANLEP in this area to develop
this outline into a strategy proper.
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SAPEL
Gita Narayanan1

Background
India aims to eliminate leprosy by the year 2005. Elimination is defined as
a prevalence rate (PR) of less than one case per 10,000 population. In the
mid-1990s the World Health Organization (WHO) put forward the concept
of Special Action Project for the Elimination of Leprosy (SAPEL) for coverage
of difficult, inaccessible areas and neglected population groups, including,
among others, many tribal communities. SAPEL is an intensive time-bound
project, concentrating resources within a limited area.
The first round of SAPELs were organised in the states of undivided Madhya
Pradesh, Orissa and Tamil Nadu between 1997 and 2000. Consequently,
information compiled during the first round of SAPELs includes the projects
in the present state of Chhattisgarh under Madhya Pradesh.

Aims of SAPEL
l
l
l
l

l

Take leprosy detection and treatment to remote, inaccessible areas and
un-reached populations.
Make people in the project areas aware of the causes, symptoms and
treatment of leprosy, emphasising the fact that it is fully curable.
Remove misconceptions and the stigma attached to leprosy.
Promote community participation through voluntary detection and
information, education and communication (IEC) campaigns by local
groups.
Promote knowledge about leprosy among service providers in the
general health system.

1

Gita Narayanan is a DANLEP consultant and author of SAPEL- A Special Project for Special Circumstances.
DANLEP, 2002: New Delhi
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Area selection
Criteria for selection of SAPEL areas are poor access, poor communication
and inadequate or no health services. Leprosy endemic areas with high PR,
areas with low PR not reflecting the true picture due to poor detection,
nomadic populations and urban slums also qualify. SAPEL proposals are
generally made in writing by the competent health authority, such as the
district leprosy officer (DLO), and examined by a screening committee in
each state. Forty-seven projects in Madhya Pradesh, six in Orissa and five in
Tamil Nadu were approved in the first round between 1997 and 2000.

Planning and implementation
Planning was the responsibility of the district health/leprosy officers. Plans
in each project area covered deployment of health personnel at various
levels, transport and other communication facilities, selection and training
of field staff, IEC methods and materials, tools for case detection, extent of
coverage, arrangements for confirmation of suspected cases, treatment and
follow-up and cost estimates and budget planning for all these components.
The management team consisted of the District Leprosy Officer (DLO), Block
Medical Officer (BMO) and Non-Medical Supervisor (NMS), advised and
supported by DANLEP coordinators at zonal or state-levels. Field staff
selected and trained for the detection survey included general health workers
and volunteers from the community.
Table 1: Human resources for SAPEL Projects 1997-2000
Health workers variously
referred to in the
different states

Multi-Purpose workers (MPWs), Auxiliary Nurse
Mid-wives (ANMs), Health Inspectors (HIs),
Village Health Nurses (VHNs)

Community volunteers

Anganwadi workers (AWWs), teachers,
panchayat members, NGO workers, mahila
mandals memebrs, educated youth, and any
person who have participated in other health
programmes.

30 Towards Leprosy Elimination in Tribal Communities

Training
Selected field workers were trained in:
l conducting the detection survey;
l type of questions to be asked;
l doing the physical examination;
l using the body chart;2
l recording suspected cases;
l providing relevant information to potential patients and families;
l persuading people to be examined for leprosy symptoms;
l discussing beliefs and attitudes about leprosy;
l ways of addressing the stigma attached to leprosy.

Spreading the message
The SAPEL concept emphasises community awareness and participation.
IEC activities before the detection survey included putting up posters,
writing wall slogans, broadcasting messages from vehicles using
loudspeakers, large and small group meetings, rallies, street and folk
theatre and music.

The detection survey
The house-to-house survey to detect suspected cases of leprosy was
conducted intensively over a few days. Volunteers usually worked in pairs
of one male and one female covering a specific population. In most project
areas, it was not found practical to conduct a physical examination of every
person surveyed. Volunteers described the signs and examined those who
came forward, those in whom they noticed likely signs, and family members
of diagnosed and suspected patients.
Motivation of the search teams was high, and coverage was more than 90%
of the population in most areas. The survey was most successful where it
followed immediately after training of field workers. Seasonal factors like
2

The body chart is a technique of physical examination during a house-to-house survey by nonmedical personnel. The body chart represents a figure of the human body divided into eight segments.
The surveyor is required to tick off the segments that he or she has actually examined for each of the
persons surveyed. Since using the body chart requires additional training inputs, and it is a timeconsuming process to implement on a large scale, body charts were only used in Madhya Pradesh
during the first round of SAPELs.
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flooding of rivers during and after monsoon and patterns of migration in
search of work affected coverage.

Confirmation and treatment
Suspected cases were checked for confirmation by the NMS or NMA, sometimes
by the DLO or Medical Officer (MO). In most areas, additional transport
facilities available for the survey were used to complete the confirmation in
the same period. In some areas, suspected cases were told to come to the
primary health centre (PHC) or health sub-centre (HSC) on a specified day.
In a few areas, confirmation took place several weeks or months after the
survey.
In every SAPEL area, multi-drug therapy (MDT) was initiated immediately
upon confirmation. Patients were given the first dose on the spot and a
month's blister pack to take home. The first dose for each subsequent month
was to be similarly supervised, but this depended on the local circumstances.
In some cases, multi-purpose workers (MPWs) were able to meet the patients
every month. Where this was not possible during the monsoon, patients
Table 2: Overview of SAPEL Projects 1997-2000
State
Madhya Pradesh
Tamil Nadu
Orissa

No. of
SAPELS
47
6
5

No. of
Districts
21
6
5

Population
covered
1,360,000
360,000
70,000

Cases
detected
822
838
353

were given three or four months' supply at one time (accompanied MDT). In
very few areas was there a consistent method of ensuring that the full
treatment course was completed.
Reasons for low coverage included:
l Too short a time period for survey, given the distances between the
hamlets in the difficult terrain.
l Too large population to be covered by each volunteer.
l Wrong time of the year for survey (when major rivers were in spate, or
when workers had migrated to other areas for seasonal employment).
l Inadequate number of volunteers, especially female volunteers.
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Case studies
Project Bastanar in Bastar district of Chhattisgarh covered 43 scattered
villages and hamlets in hilly, forested terrain. The population is mainly
tribal and largely illiterate. Pre-survey IEC was effective in ensuring
cooperation during the search. All the villages were visited. Confirmation
and initiation of treatment was immediate. Of 30 suspected cases, 25 were
confirmed. Volunteers could not be selected from the target community
because of low literacy levels. The survey was conducted by MPWs and
anganwadi workers. The MPWs’ high motivation, commitment to and
familiarity with the people they served contributed to thoroughness in case
detection, treatment and follow-up. The SAPEL spread awareness that leprosy
is curable, as well as familiarity with patches as signs of the disease. However,
the understanding of the causes and course of the disease was not high.
Project Gurur in Durg district of Chhattisgarh covered an area where the
care of leprosy patients had been left to a missionary organisation, The
Leprosy Mission (TLM). TLM was known for quality of treatment, but had no
infrastructure for case detection. The government health system had no
trained leprosy workers in Gurur block. Combining the health system’s
network with TLM’s expertise, SAPEL was a learning experience for both. All
122 villages of Gurur block were covered by the survey. There were 144
suspected cases, of which 17 were confirmed. The level of voluntary reporting
and early detection in the post-SAPEL period showed increased awareness
among the people.
Project Lanji covered the most difficult to access area of the hilly, forested
Lanji block in Balaghat district of Madhya Pradesh. The block has a large
tribal population. Communication facilities were poor. The SAPEL in Lanji
was an example of a high level of community involvement. Volunteers were
selected from local residents, particularly youth groups. They were involved
in IEC on a continuing basis, forming their own troupes and using local
traditions of song and dance. The body chart was used effectively, with
most of the target population being physically examined. Volunteers helped
field health workers keep track of patients and ensure regular medication.
Of 91 suspected cases 68 were confirmed. The youth groups continue to
work for leprosy elimination through IEC, and by holding skin and prevention
of disability (POD) camps. Involvement of all health staff, from BMO and
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DLO to MPWs, the active interest of the district collector and the dedication
of the DANLEP zonal coordinator helped enthuse the community.
Project Gulaimal covered 17 villages in Khalwa block of Khandwa district,
Madhya Pradesh, an isolated, tribal area with rough, forested terrain and
bad roads. The reach of the general health system and the leprosy elimination
staff was poor. A low literacy rate, low standards of living and seasonal
migration in search of work were additional problems. Because of the physical
difficulties, including post-monsoon flooding of rivers, a SAPEL was
implemented in two phases, covering six villages in the first phase and the
remaining eleven after three months. Of 115 suspected cases, 11 were
confirmed and put on treatment. Surveyors were mainly village voluntary
workers (VVWs) and some anganwadi workers. There was no voluntary
reporting of cases after the SAPEL, and it was believed that given the nature
of the terrain, the migratory population and a coverage of just over twothirds of the population during the SAPEL, undetected cases still existed.
Project Krushnaprasad in Puri district of Orissa was conducted in 109 villages
and 46 hamlets spread over 22 scattered islands in Chilika Lake, peopled
mostly by fisherfolk. Access was difficult, especially in the monsoon.
Surveyors included leprosy staff and MPWs, anganwadi workers and other
volunteers. All the villages and hamlets were visited and nearly 84% of the
total population were contacted. Of 368 suspected cases, 179 were
confirmed. IEC had raised the general level of awareness considerably, and
the health staff was confident that voluntary reporting would be the norm
in future, and that there would be no more hidden cases. Volunteers for the
search, selected largely on the basis of the MPWs’ recommendations, proved
good, demonstrating the MPWs’ familiarity with the people they served.
Project Kolli Hills took place in Namakkal district of Tamil Nadu in a
geographically distinct hilly area, with rough terrain, poor roads and villages
and hamlets scattered far and wide. Nearly 95% of the population was tribal.
Intensive IEC activity was followed by a one-day training programme for
health staff, Integrated Child Development Services (ICDS) staff, noon meal
organisers, teachers, panchayat members and madhar sangam members.
However, the detection drive was conducted only by field health workers.
While extra transport was made available, many remote hamlets could be
accessed only on foot. Ninety-nine cases were detected. The outstanding
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feature of this project was the dedication of the VHNs and HIs who worked
with ungrudging enthusiasm during SAPEL and maintained their familiarity
with each patient’s case months after the course of medication had been
completed. A neglected resource was other personnel, like anganwadi
workers, who had been trained but not given any part to play. Community
participation was poor.

Conclusions and learnings
Based not just on the six case studies mentioned above, but also on reports
and discussions relating to all the first-round SAPEL projects in the three
states, the following were the main issues and lessons learnt:
1. In every project area, the access problem was overcome, the majority of
people surveyed, and most if not all cases were detected and treated.
2. With one exception, community participation was limited to passive
cooperation in the search process. Women’s groups and teachers, who
could set an example in participation, had not been motivated to do so.
3. Stigma was reduced to the extent that there was no obvious isolation or
neglect of patients. But the disease was not willingly identified as leprosy,
and health personnel who insisted on doing so were faced with hostility
and withdrawal.
4. General health workers attained greater knowledge and awareness of
leprosy but this needed to be sustained through refresher courses and
by including leprosy in periodic reviews at PHCs.
5. In most project areas, dependable means of ensuring that the patient
takes the medication regularly had not been established.
Given the poor community participation in top-down approaches such as
SAPEL, there was a need to identify more sustainable and cost-effective
strategies for leprosy elimination in tribal (and other hard-to-reach) areas.

SAPEL
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The Kirnapur Alternative Approach
R.K. Mutatkar1 and Pradeep Krishnatrey2

Background
A large number of new leprosy cases had been identified through special
campaigns such as MLEC and SAPEL, but a large pool of hidden cases is
believed to remain in the community. Innovative strategies are required to
identify these hidden cases. In such a situation, it is necessary to involve
the community in the health campaigns. This is exactly what happened in
the Balaghat district of Madhya Pradesh.

Figure 1: Kirnapur block in Balaghat district, Madhya Pradesh.
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This chapter narrates the process of involving the community in the leprosy
eradication programme and the influence its involvement had on case
detection and treatment. The account highlights the differences in outcome
between health worker-driven and community-driven campaigns.
India is committed to eliminating leprosy from the country. To some extent,
this depends on the performance of Madhya Pradesh, being the largest
state in the country. Although the prevalence of the disease has dropped
dramatically in the state, mainly due to the availability of MDT, certain parts
of the state – backward districts and hilly, inaccessible regions – lagged
behind. A new approach specifically targeting hidden cases was required.

Rationale for an Alternative Approach
It was observed that routine leprosy elimination programmes did not reduce
the prevalence of the disease to a desirable level. Continuing problems in
case detection and case-holding may result in development of disabilities
and deformities since the infection is not halted in the early stages of the
disease. How could the prevalence rate be brought down? The WHO in its
‘Report on Third Meeting of the WHO Technical Advisory Group on Elimination
of Leprosy’ states:

The Final Push strategy is now zooming in on national and subnational
levels in order to achieve the goal of elimination at national level in all
remaining countries. New case detection rates become reduced when
LEC is repeated in the same area. Therefore, though LEC is needed in
some countries, it should be focused on selected areas and carefully
identified LEC components. It can also serve as a tool to reach
marginalised or underserved population groups and reduce the gender
imbalance, which is often seen in routine programmes.
(WHO: 2002:2-3)
This recognition of focusing on selected areas led the Government of India
to launch a series of Modified Leprosy Elimination Campaigns (MLECs). The
main objective of MLEC I, II and III was to search for new cases of leprosy
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and put them on MDT. MLEC I and II were largely done by the health workers,
who conducted house-to-house searches for leprosy cases using flash cards.
The modified leprosy elimination campaigns were largely successful in their
objective of reducing the prevalence of the disease. However, pockets such as
the Kirnapur block in Balaghat district of Madhya Pradesh continued to show
a high prevalence rate. An alternative approach to flush out hidden cases
with the involvement of community volunteers, therefore, became imperative.

Kirnapur Block, Balaghat District
The block comprises 134 villages. Its population is 1.6 lakh (1991 census),
with a sex ratio of 1,002 females per 1,000 male population. About 15% of
the population belongs to the Scheduled Castes and the Scheduled Tribes.
Over 60 villages in the block remain inaccessible for four to five months in a
year. The block also witnesses considerable seasonal migration for employment.
In 1994, when MDT was introduced in the district, the prevalence rate of
leprosy in Kirnapur block was 8.24 per 10,000, which was significantly lower
than the district’s prevalence rate of 11.6. Later on, DANLEP, in consultation
with the GoMP, chalked out a series of MLECs. Two Modified Leprosy
Elimination Campaigns were carried out in this area, as well as in the rest of
the state. In addition, a Special Project for Elimination of Leprosy (SAPEL)
was implemented in 64 villages. But it was realised that a large number of
hidden cases continued to exist, and that the level of awareness about
leprosy remained low.

Differences between MLEC and the Alternative Approach
The MLECs were mainly health worker-driven. As part of the implementation
strategy, a team of three volunteers, of which one was a general health
worker, was selected for each village. The team was expected to cover a
population of about 3-5,000 (about 600–900 families) in six days. No
body survey was expected. The family members were shown a card depicting
signs and symptoms of leprosy, and were asked if there were any members
of the household with these symptoms. This method did not ensure 100%
coverage of selected villages, nor of all individuals in the surveyed
households. Furthermore, the volunteers did not belong to the same village,
except for one panch and a villager who provided logistic support.
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The Alternative Approach
The goal of the alternative approach was to identify all hidden cases of leprosy
in 70 villages of Kirnapur block, and treat them with MDT. The approach was
termed ‘alternative’ because it relied on involving the community in the
detection of suspected cases and treatment of diagnosed patients. It was
envisaged that the community would be represented by the panchayat system,
community-based organisations such as mahila mandals, village volunteers,
such as anganwadi workers, community health workers, and concerned citizens.
It was decided to establish search teams for detecting suspect cases in the
community and for putting confirmed cases on regular treatment.

Planning
The conceptualisation of the entire campaign began in May 2000. A meeting
was held at Balaghat between the government health functionaries (the
civil surgeon, DLO, BMO, Kirnapur, and NMS) to discuss the possibility of
piloting the alternative approach. Five days later, DANLEP functionaries from
Delhi, Bhopal and Jabalpur met with the DLO, the BMO and the general
health services (GHS) and NLEP staff in Kirnapur to plan the initiative. Among
other things, they discussed the selection procedure of volunteers from
each village. The group decided to involve the health staff, community
health volunteers (CHVs), jana swasthya rakshak (JSR) and AWWs. Among
the panchayat members and representatives of social institutions were the
panchs, mahila mandals, kotwars and students. It was also decided to include
patients released from treatment (RFT) among the volunteers. A complete
list of the villages to be covered was prepared. It was also decided to prepare
a list of volunteers from each village in consultation with the local sarpanch
before approaching the selected volunteers.
Research focus
The alternative campaign was guided by a research focus that aimed at
quantifying its outcome. The research agenda aimed tol

l

determine whether, and to what extent, increasing the search-time and
allowing search teams to work at their own pace increased the actual
number of persons examined for leprosy;
assess to what extent community volunteers were able to complete body
charts;
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l

and to determine the level of awareness about leprosy and its treatment
among confirmed cases.

Implementation
The alternative approach at Kirnapur principally aimed at:
l
l
l
l

improving case detection at a faster pace;
putting confirmed cases on regular treatment;
ensuring the regularity of treatment; and
creating wider awareness about leprosy in the general population.

A two-pronged approach was evolved to implement the strategy, namely:
1. Identification and training of master trainers.
2. Selection and training by master trainers of community volunteers.
The NLEP and GHS staff identified 20 master trainers. They were mainly
field health workers (NMAs, MPWs, LHVs, and ANMs). The DLO, the BMO and
the NMS trained them. The master trainers were in turn responsible for
training the search teams. The search teams comprised male and female
volunteers. The members of search teams were given a one-day training on:
l
l
l
l

how and what to inform people about leprosy and its treatment;
how to examine people;
when to suspect leprosy;
and how to fill up the body chart for each individual.

During training, the team members were informed about the procedure for
confirmation including where and when to refer suspects, and about the
MDT distribution system. The one-day training included pre- and post-test
of active knowledge gained by the volunteers on the day of training. The
results of the assessment were communicated in feedback orientation
sessions.
Selection and training of volunteers
The panchayat Chief Executive Officer (CEO) wrote to all panchayat members
requesting their cooperation in the campaign. Following this appeal, health
workers contacted the gram panchayats and all NGOs and CBOs in the area
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potentially interested in participating in the campaign. The health workers
and the panchayats jointly selected the volunteers. The volunteers were
mainly panchs, jana swasthya rakshaks, and anganwadi workers. They also
belonged to organisations such as Gayatri Pariwar, youth groups (yuva
mandals), mahila mandals, etc. At least one search team was assigned per
village. However, in larger villages, more than one team was selected,
depending on the size of the population. Two volunteers, one male and one
female, were selected to cover a population of 500.
Table 1: Gender distribution of community volunteers
Selected

Male

Female

Total

216

216

432

First training (February 2001)

163

161

324

Survey done (April-September 2001)

191

190

381

Feedback sessions (June 2001)

151

138

289

The training of 324 community volunteers (CVs) was undertaken during
February March 2001. But, in reality, 381 community volunteers participated
in survey work, of which 191 were male and 190 were female volunteers.
The break-up of community volunteers selected for the survey is given in
Figure 2 below.
Figure 2: Volunteers participating in the Kirnapur survey by category
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The entire pool of community volunteers was reconstituted into 45 teams
for conducting the survey. Over half of the total number of volunteers were
20-30 years of age and had studied between class VIII and XII. No incentives
were provided to the community volunteers.

The IEC package
Information, education and communication (IEC) activities were conducted
in March 2001 to create awareness about leprosy. The media employed for
this purpose were kotwar munadi, gram sabha meetings, a school rally, slogans
during school prayers, slogan writing in the village, interpersonal
communication (IPC), street plays and religious services (bhajan, kirtan).
Through these activities, the
Table 2: IEC component of the
community was informed about
Alternative Approach
leprosy as a disease, its treatment,
IEC Activities March 2001
Total
the importance of regular
Meetings
223
treatment, of the availability of free
Kotwar munadi
171
treatment and about the body chart
Gram sabha meetings
64
survey. More intense and focused
Rallies
35
interpersonal communication took
Slogan-prayers (schools)
146
place during house-to-house search
Wall writing
351
operations. The following table
IPC
267
provides an overview of the IEC
Folk media
18
component of the alternative
approach.
Search operations
The search teams worked at their convenience over a period of two to three
weeks. No fixed deadlines were set for search operations. It was assumed
that this method would ensure complete coverage. Unlike the MLEC searches,
which were limited to one visit per household, repeated visits were made.
The teams recorded which members of the family were not available and
why. They also documented which persons present at the time of the survey
were likely to migrate in the near future. The search and charting activities
took place over a period of six months from April to September 2001.
The body chart
An important component of the alternative approach was the body survey
with the help of body charts. Body surveys helped identify the lesions in
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covered areas of the body that are not normally examined even during routine
physical examination. All the parts of the body, divided into eight sections
on the body chart, were examined. Among the males, private parts were
examined only for 22% in front and 29% at the back. Among the female
group, front bust was examined only for 52% and the back region for 56%.
Body charting was not done for known leprosy cases, but information was
noted in the format on whether or not the patient was a) currently under
treatment, b) defaulter, or c) RFT. In all, about one lakh charts were completed.

Skin camps
Skin camps serve multiple functions in the NLEP. They are a good medium
for propagating awareness about leprosy. People feel less inhibited to attend
skin camps because they do not fear being labelled as leprosy cases. Skin
diagnostic and treatment camps offer opportunities for undertaking IEC
activities. Cases suspected of leprosy can also visit the camp for confirmation
of disease.
12 skin camps were organised in five sectors of the Kirnapur block between
April and September 2001. Out of 51 suspect cases that were identified, 18
were confirmed as persons with leprosy.

Role of the PRIs
The gram panchayats’ contribution to the campaign was significant. All the
meetings and the training sessions were held in the gram panchayat building.
The gram panchayats also organised kotwar munadi and provided support
for the school rallies. The panchs acted as community volunteers and
participated in the survey. The sarpanch, as leader, performed an important
role in the selection of community volunteers, in IEC activities and in
organising the gram sabha to discuss leprosy.

Assessment of the Alternative Approach
Comparison of MLEC, SAPEL and the Alternative Approach
An important part of the alternative campaign was to assess the relative
effectiveness of the alternative approach vis-a-vis other campaigns such as
MLEC and SAPEL. More precisely, the study attempted to establish the extent
to which the involvement of panchayats, community-based organisations
and community volunteers helped to improve leprosy case detection and
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ensure regularity of treatment. The table below presents the research
questions and corresponding findings.
Table 3: Research results from Kirnapur at a glance
Research questions

Research findings

To what extent has the target-free,
community-based approach for case
detection increased the coverage of
persons examined for leprosy within
the period of three to four weeks?

The target-free approach facilitated the
body examination of the entire population
within a period of three months.

What are the relative coverage and
case detection rates attained through
survey by community volunteers,
MLEC and SAPEL?

In MLEC I, 90% search coverage could be
achieved while, in MLEC II, 85% could be
achieved. In SAPEL, the search coverage
was 99%. In the alternative approach,
search coverage has been 95%.

What is the relative rate of case
confirmation (as percentage of
suspected cases) in the alternative
approach in comparison to MLEC
and SAPEL?

Confirmation of cases was as follows:
MLEC I: 8%; MLEC II: 6.29%; MLEC III:
42.10%; SAPEL: 39.7%. Alternative
strategy: 48%.

To what extent and in what detail
can the community volunteers
complete individual body charts?

All the individuals (105,148 from 70
villages) were examined, and their body
charts for the front and back portion were
completed, mainly during the period AprilJune 2001. Body chart area No. 6 referring
to private parts could mainly be examined
for children.

What is the time gap between
suspecting and diagnosis of leprosy,
and commencement of treatment?

The majority of the suspects were
confirmed as cases or no cases on the
same day of survey. Seven patients were
confirmed within 5-10 days. 15 cases were
confirmed as patients within one to three
months and put on treatment.

What is the level of awareness
about leprosy and its treatment
among suspect cases and patients?

The level of awareness among suspected
cases and patients ranged from 90-100%
with regard to symptoms, treatment and
consequences of irregularity of
medication.

What are the sources of information
about leprosy for the suspects?

The suspects obtained information about
leprosy from community volunteers, from
NLEP and health staff, and from public
announcements, rallies and skin camps.
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A close perusal of the comparative table above shows that the rate of
confirmation of leprosy is highest for the alternative approach (48%). The
efficacy of this strategy is reinforced when the number of villages covered
under each campaign is examined. The number of cases reported in MLEC I
and II comes from the entire block of 134 villages. The alternative approach
was undertaken in 70 villages. It is interesting to note that the methodology
of search in SAPEL and in the alternative approach is similar, and the numbers
of suspect cases found by the community volunteers are about as large. The
difference between the two strategies is that the SAPEL villages are located
in hilly and difficult terrain, and that the volunteers were given monetary
incentives. In the case of the alternative approach in Kirnapur, no such
incentive was offered.
However, due to the increasing ability of the health system to undertake
large health campaigns, the confirmation rate of MLEC III is quite impressive,
since it matches the results obtained in both SAPEL and the alternative
approach.
The ratio of the suspect and confirmed cases in the three strategies clearly
indicates that the search operations undertaken by community volunteers
are far superior to those undertaken under MLEC I and II.
In the alternative approach, the majority of the suspects were confirmed as
cases or no cases on the day of the survey. However, seven patients were
confirmed within 5-10 days. Out of the 74 cases, 15 were confirmed as
patients within one to three months, because the persons had left their
respective villages during summer.

Awareness and knowledge
An important objective of the alternative approach was to determine the
awareness and knowledge about leprosy among different groups of people,
especially the community members, community volunteers, suspect cases
and patients. For this purpose, three separate questionnaires were designed.
These were administered by four NMAs in their respective sectors in October
2001. A total of 781 respondents were purposively selected and administered
the questionnaire. Of these, 512 were community members, 121 were
community volunteers, and 148 were suspects and patients. In addition,
1,000 body charts, out of over one lakh body charts collected from 70
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villages, were analysed by the NLEP staff. Data about the intervention
activities of NLEP were collected from the BMO. Information about awareness
of different facets of leprosy was collected from interview schedules/
questionnaires and focus group discussions with the members of the
community.
This study clearly illustrates the direct measurable impact of the alternative
strategy in terms of a higher number of cases detected by the community
volunteers. Out of the suspected 154 cases identified by the volunteers,
the NLEP staff confirmed 74. Over 85% of the community respondents
validated the visit by village volunteers to their homes for inquiry and
examination. Moreover, before the implementation of the alternative
campaign, 37 out of 70 villages of Kirnapur block had no leprosy cases.
After the intervention, two more villages were added to the list of villages
with no cases of leprosy.
The long-term advantage from the campaign is that a large number of
community volunteers developed an accurate understanding of signs and
symptoms of leprosy and its treatment. The community volunteers’ pretraining and post-training evaluation showed improvement in their
knowledge-levels The gain in knowledge was impressive. 95% of community
volunteers knew the correct signs and symptoms of leprosy, types and dosage
of drugs and ill-effects of irregular treatment. Eighty-three per cent of the
volunteers were aware that an anaesthetic patch is the cardinal symptom of
leprosy. They also knew that leprosy drugs were available free of cost at the
government hospital, at the PHC/CHC and with the health worker.
The suspects’ and patients’ awareness-levels were also high. About 90% of
suspects and patients said that anaesthetic patch is the cardinal symptom of
leprosy. They knew the correct dosage for different types of leprosy and were
also aware of side effects of the drugs, such as change in the colour of urine.
Seventy-eight per cent said they got their medicines from the health worker.
Most of the community volunteers belonged to low socio-economic strata
and did not study beyond school-level. But they responded positively to
awareness and knowledge about various aspects of leprosy such as diagnosis,
treatment, consequences of irregular treatment and availability of treatment
services, including medicines.
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The suspects and patients, who were visited by NLEP and health staff for
the second time, had a more correct picture of leprosy as a disease, its
treatment and possible effects of irregular treatment. This could be attributed
to the effectiveness of the ongoing interpersonal communication between
the patients and the health workers.
The analyses of body charts showed sector-and village-wise differences.
The differences could have arisen due to the differential performance of
community volunteers, or the place in the house available for physical
examination. A lesson learnt is that if other family members, particularly
male members, are present, undertaking the examination, even by the female
community volunteer, is not possible.
The alternative approach underscored the importance of anganwadi workers
for health programmes. In Kirnapur, they were not only found to be aware
of health-related issues, but their association with the community was also
strong. Other organisations such as Gayatri Pariwar also played a major
role, more particularly in organising skin camps, meetings of mahila mandals
and disseminating messages on leprosy during Gayatri Yagnya.

Conclusion
The main lessons learnt from the alternative strategy implemented in the
Kirnapur block of Balaghat district in Madhya Pradesh are as follows:
1. Trained and motivated community volunteers were a powerful medium
for case detection. This study showed they could carry out more extensive
surveys and intensive search by body examination. Community
participation (through village-based volunteers) helped unearth more
cases than mere enquiry of the families, as undertaken under MLEC.
2. Performance of community volunteers in identifying suspect cases and
detecting MB cases was better than that of health workers under MLEC.
Kotwar and anganwadi worker have emerged as important change-agents
in leprosy work.
3. Due to proper training and monitoring of community volunteers by
health workers, less false suspects were identified. The confirmation
rate of 48% achieved in the alternative approach was good.
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4. Body examination and body charts provided better opportunities for
interpersonal communication. This method not only increased the
awareness of leprosy within the community, but also improved the skills
of the community volunteers. Body examination and body charts also
helped to detect hidden lesions in confirmed cases.
5. Skin camps unearthed new and hidden cases.
6. The alternative approach was cost-effective, as no monetary incentives
were given to the community volunteers. Expenditure on training is a
lifetime investment because diagnostic habits and voluntary reporting,
once effectively communicated, become embedded in the family and
the community.
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Leprosy in Tribal Madhya Pradesh
Renu Addlakha1

Background
The tribal population of Madhya Pradesh is 10,281,532, constituting 22%
of the state’s total population. It is mainly spread over 21 tribal districts.
There are 92 tribal blocks, and 33 partially tribal blocks.
The main tribal groups in the state are the Bhil, Gond Sahariya, Baiga, Halba,
Bahariya, Kol, Korku, Oroan and Saura. Together, the Gonds and Bhils
constitute 75% of the tribal population of Madhya Pradesh.
Figure 1: Tribal districts of Madhya Pradesh, grouped by proportion (%)
of tribal population to total population

1

Dr Renu Addlakha is social scientist and DANLEP Consultant.

Leprosy in Tribal Madhya Pradesh

51

A total of 66 SAPELs have been conducted in 15 districts covering 2,784
villages in Madhya Pradesh. The effectiveness of this approach in detecting
hidden cases is illustrated by an increase in NCDR and PR after the SAPEL. For
instance, during a SAPEL conducted in 1998 in Rama block of Jhabua district,
out of a total of 146 suspected cases, 82 were confirmed during a campaign
period of one month. Prior to the SAPEL, there were only 18 registered cases
in the block. While the pre-SAPEL PR was 2.1, the corresponding figure for
the post-SAPEL period jumped to 11.6. More SAPELs are required in districts
like Jhabua, Khargone, Shahdol, Umaria, Dindori and Sheopurkala, where the
gap between registered and expected PR remains high.

DANLEP-facilitated activities in tribal areas of Madhya Pradesh
In addition to facilitating the SAPEL projects in the state, the DANLEP Madhya
Pradesh unit has helped develop context specific IEC material for awarenessgeneration in tribal areas. Street
Theatre or kala pathaks and interactive
huts have been organised. With a
strong focus on destigmatisation and
social integration of leprosy-affected
persons, several Care and Concern
camps have been organised in interior
villages. One such POD camp was
organised in Heedli village in Betul
district on 7-13 February 2003. In
addition to these camps, attempts have
been made to bring providers, patients
and communities together on a
common platform in response to
specific circumstances. For instance,
when the body of an inmate of Karuna
Sadan, a leprosy mission hospital in
Jhabua, was sent back to her village
for burial, her family refused to
perform the last rites. Due to the ongoing association between the DANLEP
zonal co-ordinator and the missionary
A tribal woman sharing her story as a leprosy patient
hospital, a trialogue was organised in
at a POD camp.
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the deceased inmate’s village to increase people’s awareness about leprosy
with the hope of diminishing stigma in the village community.
Attempts have also been made by DANLEP, Madhya Pradesh, to spread the
message of leprosy elimination through advocacy with the tribal welfare
and forest revenue departments.
While the earlier focus in tribal areas in Madhya Pradesh was mainly on IEC
activities, more recently concerted efforts have been made to develop link
workers (one male and one female for each village) using the networks of the
Gayatri Pariwar, a socio-religious organisation that has become a major partner
in leprosy elimination activities in Madhya Pradesh and Chhattisgarh. In Betul
district, DANLEP has established links with World Vision, a Christian relief and
development organisation mainly working for the well-being of children. Its
activities include emergency relief, education, health care, economic
development and promotion of justice. The Betul unit of World Vision is
working in a number of villages on these issues. During October 2002, it
provided material assistance for the organisation of a POD camp in Betul
town. More recently, a house-to-house survey was conducted in Kholgaon
village with the help of the panchayat members and local volunteers.

Partnership with the Gayatri Pariwar
The Gayatri Pariwar is a socio-religious organisation that seeks to promote
traditional Hindu values. DANLEP, Madhya Pradesh, has collaborated with
the Gayatri Pariwar for leprosy elimination activities in a partnership that
was publicly announced in February 2003 at a public meeting in Bhopal,
when the International General Secretary of the organisation declared the
incorporation of leprosy in its health agenda in Madhya Pradesh. The
organisation, in fact, pledged to make Madhya Pradesh leprosy-free in the
presence of the Chief Minister. This was in line with earlier contributions, as
for example the first Care and Concern camp was organised by the Gayatri
Pariwar as far back as in 1988 in a temple in Bhillai (now in Durg district of
Chhattisgarh). Subsequently, similar camps were organised in Balaghat,
Jabalpur and other districts in undivided Madhya Pradesh.
The Gayatri Pariwar works through local units at village, block and districtlevels to promote vegetarianism, anti-alcoholism, literacy, youth welfare, and
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women’s empowerment. In the tribal areas of Jhabua and Badwani districts,
it regularly organises public functions called “Vaishno Mukti Samaroh” aimed
at making the participants adopt a Hindu way of life. In the given context,
this primarily means giving up the consumption of meat and alcohol. For
instance, during April 2003 one such event was organised by Damania Baba
in the Salli Tanda village of Rajpur block in Badwani district. Over 200,000
tribal persons participated in the three-day camp, which was inaugurated by
the Chief Minister of Madhya Pradesh. Damania Baba, himself a tribal, is a
direct disciple of the founder of Gayatri Pariwar, the Late Sriram Sharma Acharya.
The theme of leprosy was woven into the main agenda of the camp.
Subsequent to the formal pledge to make Madhya Pradesh leprosy-free by
the Gayatri Pariwar Madhya Pradesh unit, the activities to this end have
become more structured. DANLEP has facilitated the collaboration between
the local Gayatri Pariwar units and the NLEP and general health care system
functionaries. In order to increase awareness about leprosy in the general
public, the theme of leprosy elimination is also mentioned in the regular
prayers. Indeed, the organisation of POD camps in temples links the themes
of destigmatisation and religious worship.

Health seeking behaviour among two major tribes of
Madhya Pradesh
In order to gain a more comprehensive understanding of people’s perceptions
of leprosy and their health-seeking behaviour among different tribal groups,
DANLEP Madhya Pradesh has contracted NGOs like Vimarsh in Bhopal and
Sambhav in Gwalior to undertake studies on specific tribal communities
such as the Bhils in Jhabua district, the Gonds in Hoshangabad, Chhindwara
and Betul districts and the Sahariyas in Sheopur, Shivpuri, Gwalior and Guna
districts.
The health-seeking behaviour of individuals and communities are embedded
in their socio-cultural context. It is, hence, important to take cognizance of
the distinctive, socio-cultural and linguistic characteristics of the local
communities when focusing on leprosy elimination campaigns in tribal areas.
In view of the demographic preponderance of the Gond and Bhil tribes in
Madhya Pradesh, the DANLEP unit of Madhya Pradesh, as part of its tribal
strategy initiative, commissioned two studies on the understanding,
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perceptions and treatment behaviour with regard to leprosy at the individual
and community-levels.2 In addition, an important aim of these studies was
to recommend context-specific communicative strategies to enhance
awareness about leprosy and MDT acceptance among the tribal communities.

Leprosy among the Gonds3
The Gonds are the single largest tribal group both in Madhya Pradesh and
in India. In Madhya Pradesh, they mainly reside on the Satpura Plateau
stretching across the districts of Chhindwara, Betul, Seoni and Mandla.
The incidence of leprosy is not high among the Gonds. The statistics suggest
an inverse relationship between leprosy prevalence and the concentration of
tribal population in the blocks. Higher numbers of leprosy cases are found in
villages with larger number of non-tribals situated near markets and railway
stations. The observed lower prevalence rate among the Gonds could either
Figure 2: Districts in Madhya Pradesh with a concentration of the
Gond Tribe

2

See Leprosy: Perceptions and Practices of Gond in Betul, Chhindwara and Hoshangabad. Vimarsh/DANLEP
(2002). And “Leprosy: Perception and Practices of Bhil in Jhabua”. Centre for Advanced Research and
Development/DANLEP (2002).

3

Adapted from Leprosy: Perceptions and Practices of Gond in Betul, Chhindwara and Hoshangabad.
Vimarsh, Bhopal. New Delhi, 2002: DANLEP
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be due to an actual difference in epidemiology between tribal and non-tribal
populations, or it could be a result of higher levels of awareness about leprosy
and its treatment in villages more exposed to the outside world.
In the catalogue of skin afflictions in Gond society, leprosy or kushta is
often identified in its later manifestations in the form of disfigurements
and deformities. It is distinguished from korh (leucoderma), which is
considered a more serious disease as it is not curable. The believed etiological
factors leading to the onset of kushta range from contaminated water to
consumption of meat and liquor. The belief in the infective potential of the
disease is often linked to the pattern of its local occurrence, that is, if a
large number of persons are affected in the village, especially if there is
familial clustering of cases, it is considered contagious.
Generally, leprosy-affected persons among the Gonds are not isolated or
stigmatised. The pattern of seeking treatment depends on the course of
the disease. In the early stages when it appears as a painless patch, the
traditional healer might be consulted. However, with progressive
deterioration, the patient would move closer towards accessing allopathic
government services. Thus at the level of advanced disfigurement of limbs
and loss of sensation, the patient would make the journey to the district
or missionary hospitals for treatment. This treatment seeking pathway is
only broken, if the patient is identified through a survey or referred to
the NLEP by a doctor.
The reported absence of stigmatisation of leprosy patients among the Gonds
was confirmed by the accounts of health workers in Betul and Hoshangabad
districts. Although the patients might not be allowed to participate in
religious functions, there was no physical isolation or social discrimination
against them.

Leprosy among the Bhils4
The Bhils are concentrated in Western Madhya Pradesh, mainly in the districts
of Jhabua, Khargone, Dhar, Khandwa and Dewas. They also live in the
neighbouring states of Rajasthan and Gujarat.
4

Adapted from Leprosy: Perception and Practices of Bhil in Jhabua. Centre for Advanced Research and
Development. New Delhi, 2002: DANLEP.
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Figure 3: Districts with a concentration of the Bhil Tribe in
Madhya Pradesh

Bhil

The Bhils have a distinct culture in which the status distinctions and puritypollution concepts of mainstream Hinduism have been adopted.
There are several terms referring to leprosy among the Bhils like Korh, Vaabi,
korh vaabi, motala, motali mata, patbala and bada dukh. While motali mata
and bada dukh are most commonly used in Jobut block of Jhabua district,
patbala is most often used in Sondwa block and korh and kala vaabi in Thandla
Block of Jhabua district. As in the case of the Gonds, the early stages of the
disease in the form of skin patches or spots were categorised as simple skin
problems for which local doctors would be consulted. It is only in the later
stages when ulcers, deformities and large-scale loss of sensation set in, is it
labelled as leprosy. The disease is then perceived as a punishment for sins,
ranging from consumption of meat and alcohol to theft and murder. It is
considered an incurable affliction, which runs in families.
Due to the perception that leprosy is incurable and to the stigma associated
with it, leprosy workers often do not give the diagnosis to the patient for
fear of causing further distress and treatment default. Although wellintentioned in the short run, this approach may in the long term diminish
the urgency to access timely and affective treatment.
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The pattern of treatment often involves consultation of a range of
practitioners with the government health facility being the last pattern of
resort. Jadi butti (herbal treatment) and badavi (black magic) may be followed
by visits to ‘Bengali’ doctors at the village-level.5 Other private doctors may
be consulted in the larger towns. The financial costs of this doctor-shopping
are an additional burden to patients and families already entrenched in
poverty.
The irregularity of survey work in far flung villages by NLEP workers means
that many patients would not be picked up through routine surveillance.
Due to basic mistrust of the government system and lack of knowledge
about the curability of the disease and the availability of free treatment in
government hospitals and dispensaries, most patients are started on MDT
at a late stage of leprosy. The study in Jhabua showed that 90% of patients
started MDT at an advanced stage of the disease marked by loss of sensation
in limbs, clawing of fingers and bleeding in toes.
Under such circumstances, the temporary side-effects of MDT, the long
duration of treatment and the partially irreversible nature of existing
disfigurements and deformities are frustrating experiences leading in many
cases to treatment discontinuation and further deterioration. The perceived
absence of symptomatic relief and persistence of disabilities, even after the
full course of medication has been completed, has resulted in a strengthening
of the belief that leprosy is incurable. Routine counselling by health workers,
explaining the process of long-term treatment under MDT, would go a long
way in changing the low treatment completion rates among leprosy-affected
persons, since treatment default is correlated with a negative perception of
treatment outcome.
Unlike the Gonds, leprosy is highly stigmatised among the Bhils. It is
regarded as a highly infectious disease which can be contracted by merely
sitting, eating or talking to a leprosy-affected person. Leprosy-affected
persons try to hide the tell-tale signs of the disease, shy away from social
gatherings for fear of being discovered and ostracised. Families of leprosyaffected persons may also discriminate against them by keeping their clothes

5

A generic term referring to all kinds of unregistered medical practitioners and quacks.
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and utensils separate. A separate hut might be built a little away from the
village for the patient to stay in. The marriage prospects of leprosy patients
and their children may be compromised on account of the disease. Leprosy
patients often lose their basic right to a normal life in the community.
The severity of stigmatisation is reflected in such practices as burying leprosyaffected persons alive, so that their soul cannot return to the same family and
village to afflict others. It is believed that this practice will actually ensure
the salvation of the affected person. The corpse of a leprosy patient is not
cremated because it is believed the germs will spread through the fumes of
the funeral pyre. Residents of a leprosy mission in Jhabua district could not
return home for fear of being killed by their immediate family members.
The strong social taboos and prejudice associated with leprosy are reflected
in the treatment process as well. In order to avoid being found out, leprosy
patients and their families do not want the health worker to come to their
home to dispense medicines, preferring instead to collect the drugs
themselves from the health facility. But due to the long distances and difficult
terrain, there are often disruptions in the treatment regimen.

Conclusion
In all its tribal activities, DANLEP, Madhya Pradesh, has attempted to promote
internalisation of leprosy through the involvement of a range of CBOs and
NGOs. This has been done with the aim of ensuring continuity of ongoing
activities in a situation where DANLEP is phasing out and the NLEP will be
merged with the general health system. In tribal areas such as Jhabua and
Badwani, the grass-root networks of the Gayatri Pariwar are being channelled
to promote leprosy work at the village and block-levels. In addition to
providing direct services through skin and POD camps, the main objective is
the establishment of strong linkages between the local-level functionaries
of the Gayatri Pariwar and the health system in the training of link workers
to carry back knowledge about leprosy to their respective villages.
In the case of Betul, advocacy by the Madhya Pradesh unit has resulted in
World Vision, an international NGO, incorporating leprosy work in its local
agenda of action. This kind of networking is one way of working towards
local ownership of the programme.
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Interviews conducted with representatives of both the Gayatri Pariwar and
World Vision at the time of documentation revealed a high level of
commitment to leprosy elimination. The Gayatri Pariwar units in Jhabua
and Badwani have chalked out a calendar of activities in the form of training
workshops, and skin and POD camps. World Vision is a good candidate for
carrying on leprosy work. In addition to being a well-resourced NGO with an
international standing, it also undertakes developmental work in a number
of tribal villages. With proper orientation, it can organise surveys and ensure
follow-up of identified cases in these areas. Dovetailing leprosy with other
developmental activities is likely to be the best way of sustaining the
momentum towards elimination.
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The Sahariya Leprosy Initiative
S.K. Singh1

Background
The Sahariya tribe inhabits the Chambal area in Madhya Pradesh and parts
of Bundelkhand in UP. Originally hunters and gatherers, the Sahariyas were
driven further into the forest by settlers from the Gangetic plains. A large
number became bonded labourers in the farms and quarries of landowners.
Today, they form a severely marginalised group. They are found in the
districts of Gwalior, Guna, Shivpuri, Morena, Vidisha, Datia, Bhind, Sagar
and Tikamgarh.

Figure 1: Districts in Madhya Pradesh with a concentration of the Sahariyas

Sahariya

1

Dr S.K. Singh is Director, Sambhav, Gwalior.
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Sahariyas are generally quiet people and do not interact much with outsiders.
They live in small hamlets. Their villages are located in forests and difficult
terrain without adequate road communication. Services like health and
education have not reached them to any notable degree. For any health
problem, their first referral point is the local healer and places of worship.
The Sahariyas have strong beliefs in spirits and ghosts. There are elaborate
rituals to seek relief from diseases and suffering attributed to supernatural
factors.
Agriculture is the predominant occupation. Wheat, jowar, bajra and maize
are the main cereal crops. Gram and arhar are the main pulses. Agriculture is
largely rain-dependent, with only two per cent of the total land area being
irrigated. The area supports poor types of forest, as the soil is shallow.
Collection of minor forest produce, such as mahua and tendu leaves, gum,
bamboo, medicinal herbs and firewood is a major preoccupation during the
agriculturally lean season. The minor forest produce is sold to local
tradesmen at very low prices due to indebtedness and lack of access to
alternate markets.
The administration has a very indifferent attitude towards the Sahariya tribe.
Government officials consider a posting in a tribal area as a punishment.

Two women in a Sahariya village.
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Though the area comes under the Sahariya Vikas Abhikaran (Tribal
Development Agency) and innumerable schemes are planned for the
Sahariyas, their reach has been very poor. This could partly be due to the
lack of demand on the delivery systems, since the tribal communities lack
information about the available schemes and their mode of utilisation, and
partly due to the callous attitude of the local administration. The
impoverishment and marginalisation are exacerbated by the strategic
alignment between local landlords, entrepreneurs and bureaucrats. The
socio-economic conflicts are played out over such critical issues as land
rights, entitlements, self-governance, health and education.
Many Sahariya tribals are engaged in stone quarrying. Despite being banned,
bonded labour in the mines is quite common. Land dispossession by more
powerful groups such as the landed Gujars is also prevalent. The police
does not take much interest in protecting the interests of the Sahariyas or
punishing the wrong-doers. Liquor is another mode of well-planned
exploitation. Liquor is often sold by the mine owners at the site of the
mines, rendering the workers more vulnerable to exploitation. On account
of these reasons, most Sahariya families are found living substantially below
the poverty line.

The Study
A research-cum-intervention study entitled ’Perceptions and Practices of
Sahariya Community towards Leprosy’ was undertaken by the Gwalior-based
NGO Sambhav. The main aims of the study were:
l
l
l

To assess the knowledge-levels, customs, beliefs and attitudes towards
leprosy of the Sahariya community.
To assess knowledge-levels concerning the Government Leprosy
Eradication Programme.
To identify and implement necessary interventions on the basis of the
above information.

Study areas
The four tribal districts of Gwalior, Sheopur, Shivpuri and Guna were identified
for the study.

The Sahariya Leprosy Initiative

63

Table 1: Demographic profile of selected districts
Name of the district

Sheopur

Gwalior

Shivpuri

Guna

Population
Male
Female
Schedule castes (SC)
Scheduled Caste (%)
Scheduled Tribes (ST)
Scheduled Tribes (%)
Females per 1,000 males
Literacy (%)
Male literacy (%)
Female literacy (%)

559,715
295,630
264,085
90,234
2.1
180,340
14
893
47
62
29

1,629,881
882,258
747,623
318,720
2.9
60,976
20.4
847
70
81
57

1,440,666
775,473
665,193
160,340
11.3
219,384
19.4
858
60
75
42

1,665,503
883,433
782,070
295,036
12
190,752
18.1
855
60
75
43

Five selection criteria were used for the choice of three villages from each
of the four districts. The criteria were:
l
l
l
l
l

predominance of Sahariya tribals in the population;
presence of leprosy patients;
continuous reporting of leprosy cases during the past couple of years;
half of the villages should be adjacent to a main road;
half of the villages should be situated two or more km. from a main
road.

The following table presents an overview of the blocks and villages selected
in the four districts.
Table 2: Overview of study Sites and Duration of Sambhav's Study on
the Sahariyas
District

Block

Days of
field work

Village

Shivpuri
Sheopur

Shivpuri
Karahal

24
13

Gwalior
Guna

Ghatigaon
Chanderi

14
10

Kalothara, Amarkhoa, Sakalpur.
Sesaipura, Karahal (Shripura
Mohalla), Khirkhiri.
Pulkapura, Dursedi, Dhyampur.
Naron, Baroda, Nidanpur.
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Scheduled tribes constitute a sizeable, if not majority, section of the total
population in all the sampled villages. The demographic profiles of the
sampled villages are presented in the table below.
Table 3: Demographic profile of sampled villages
District

Block

Village
Total

Shivpuri

Shivpuri

Kalothara
Amarkhoha
Sakalpur

Sheopur

Karahal

Gwalior

Guna

Population
SC

ST

611
606
888

11
6
19

503
454
488

Khirkhiri
Karahal
Sesaipura

1,079
6,212
995

163
529
81

536
2,499
469

Ghaatigaon

Pulkapura
Dursedi
Shyampur

1,307
583
583

NA
413
345

1,307
80
90

Chanderi

Barodia
Nidanpur
Naron

618
1,400
553

NA
NA
NA

400
625
270

The distance to the main highway and to the nearest government health
facility of the different villages is presented below.
Table 4: Distance of sampled villages from nearest highway and health facilities
Distance
highway
from
in km.

Distance
from health
sub-centre
in km.

Distance
Distance
from PHC from district
in km.
hospital
in km.

District

Block

Village

Shivpuri

Shivpuri

Kalothara
Amarkhoha
Sakalpur

3
6
1

5
8
0

30
16
5

45
12
21

Sheopur

Karahal

Sesaipura
Karahal
Khirkhiri

0
0
6

0
0
0

15
0
6

55
35
41

Gwalior

Ghatigaon

Pulkapura
Dursedi
Shyampur

0
2
0

0
4
8

20
9
8

35
40
42

Guna

Chanderi

Natrona
Nidanpur
Barodia

1
3
7

6
5
3

9
11
21

80
11
77
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The study
Training
The study involved training of two groups, viz.,
1. Sambhav members were trained in the use of participatory rural appraisal
(PRA) modules, data collection and analysis.
2. Local volunteers from the villages, where the study was undertaken,
were oriented on the basic facts of leprosy and its treatment.
This was one way of gaining community participation. The local volunteers
not only facilitated access to the community in general, but played a major
role in organising group discussions and functioning as interpreters in the
development of case studies. The participation of female volunteers was
very encouraging and went a long way in involving women of the community
in the study.

Methodology
Participatory rural appraisal techniques were used to study people’s
understanding and perceptions about leprosy. The table given below shows
the different PRA modules used and the kind of data they were aimed at
generating.

Sahariya woman carrying water
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Table 5: PRA modules used in the Sahariya study
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Name of
the Module

Information Collection

Use of the information

No. of
participants

Social Map

Population of the village (people per sq. km.)
Health position, house of panch and sarpanch,
houses of leprosy patients.

To establish relationships between the
physical location and the social position of
individuals within the village community.

200

Mapping

Information regarding available health services in
and outside the village and the distance to them.

To relate the health infrastructure available to the
villagers to reported illnesses and health-seeking
behaviour.

160

Matrix

On the basis of symptoms to identify the disease by
its different names and the treatment sought.

To learn current practices and health seeking
behaviour in connection with different skin problems.

150

Chapatti

The chapatti module is used to know the priority
in the treatment of disease.

To learn about the treatment for leprosy.

120

Pie

How many people use health services?

Utilisation of health services.

120

Time line table

To know the previous history of leprosy: When was
the first patient of leprosy seen, what was the reaction
of the family members and neighbours, and what
treatment was given at that time and in which manner?

To know the previous methods used for the
treatment of leprosy.

100

Graphics

To learn about the attitudes of Sahariya Community
towards leprosy.

To know the attitudes of the Sahariya community
towards leprosy.

Economic
classification

On the basis of village mukhias list, to classify the
leprosy patients in terms of socio-economic status.

To know whether leprosy is associated with
any economic factor.

100

Focus group
discussion

Knowledge can be gained about leprosy by the
group discussion among teachers, health workers,
women group, leaders etc. Their opinion and
perceptions about leprosy was taken into consideration.

Plan intervention in society on the basis of
gained information about leprosy from different people.

150

Case study

Some leprosy patients were identified for case study.

To develop a better understanding of leprosy patients
on the basis of their personal experiences.

50

14

Problems encountered during the study
Due to the geographical isolation and specific social and economic context
of the Sahariya community, the following problems were encountered in
the course of the study:
1. To contact the people, the worker had to take permission from the patel
or another senior person of the community. Otherwise, people would
not participate in any activity. This was essential for organising group
meetings.
2. The issue of incentives was routinely brought up, as people wanted to
know how they would benefit from participating in the study.
3. Knowledge about leprosy was not very high, because people had not
seen many leprosy patients in their village.
4. Men and women did not sit together. Separate meetings had to be
organised.
5. Men were not available frequently, because they went for work in nearby
industries.
6. Due to the general negative attitude towards the local administration,
people did not have much faith in government programmes and
personnel, including the health workers.

Sambhav workers and community members during PRA exercise.
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Results
The following inferences were drawn from the group discussions conducted
on the issue of leprosy in the different villages.
Local terminology of skin diseases
When the discussion began with verbal descriptions of the symptoms of
leprosy, people would say they had never heard of such a disease, with
the exception of those who had themselves taken the medicines for leprosy
or those who had participated in the SAPEL. But when the topic was
introduced with pictorial representations depicting the various stages of
the disease, recognition was immediate. Not only did the pictures aid in
stimulating discussion on the various facets of leprosy, but the whole
repertoire of skin afflictions and their treatment also became integral to
the discussion.
In addition to wounds and pimples, the Sahariyas had several semantic
categories to describe dermatological problems. Numbness in any part of
the body was referred to as sunnbai. While sunn in Hindi refers to loss of
sensation, bai is a generic term referring to various types of gouts and
arthritis. The tingling in fingers was associated with bai.
While on the one hand, white spots in general were described by participants
in all the villages as the early signs of leprosy, there was a further subcategorisation of different types of white spots. For instance, ban-ruff was
described by many participants as a skin problem, which appears similar to
scabies or eczema. The term khodi was also used by some interviewees when
describing different types of white patches. Scars and spots on the body
and general numbness were collectively called banda by residents of Baroda
village in Guna district.
A symptomatic classification of leprosy led to four terms occurring most
often in the group discussions, and people were able to identify it by its
different names. White spots were called leprosy or korh. An itching spot
on the hand and foot was known as chazon, and deformity and numbness
in fingers was termed as ‘sunnbai’. A resident of a village in Karahal of
Sheopur district said that if hands are deformed, it was known as kukara
bai.
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Causation and treatment of leprosy
Once the disease is identified as leprosy, there were several theories of
causation for the affliction. The most common explanation was that leprosy
was a punishment for an individual's evil deeds. Spoiling of blood and
changes in food habits could lead to the development of new diseases like
leprosy. Some women of the village Dursedi in Gwalior district said that this
disease occurred due to unhygienic habits. Other residents of the same
village attributed the origin of the white spots to wearing shoes in summer.
While a multitude of treatment options were enumerated in the course of
the group discussions in the different villages, ranging from herbal treatment
to allopathy, the issue of physical distance and accessibility need to be
borne in mind. Herbal and magico-religious treatments emerge as the first
pattern of resort for any affliction including leprosy, not only because of
their actual or perceived effectiveness but simply because they are the most
widely available. The nearest PHC may be as far as 20 km., and the
government health facilities may only be accessed in connection with very
debilitating and life threatening conditions.
In an analysis of health care service utilisation of leprosy patients in Karahal
village of Sheopur district, 20% of the patients used traditional (desi)
medicines, 25% went to private doctors, 20% went to government doctors,
10% opted for some magico-religious rituals, 10% had a puja performed,
and 5% were too poor to spend money on any form of treatment (Figure 2).
Figure 2: Health-seeking behaviour in Karahal village, Sheopur district

70 Towards Leprosy Elimination in Tribal Communities

Perceptions of the General Health System
In addition to the barrier to access posed by the distance factor, the
discussions revealed that people, by and large, did not have a favourable
attitude to the government health facilities. Some of the reasons for not
approaching the PHC were:
1.
2.
3.
4.

it remains closed;
the staff has a negative attitude;
medicine is not available; and
there are long waiting periods.

Some participants pointed out that the government health worker did not
conduct leprosy surveys in their villages. Even when cases were identified,
there was no follow-up of treatment by the health workers after the first
dose of medication. They did not visit the villages regularly, if at all.
Furthermore, since patients were not informed about the side effects of
MDT, many patients stopped taking drugs when they experienced loss of
appetite and nausea.
While indigenous beliefs and practices may result in delayed treatment for
leprosy, the role of other deterrent factors from the providers' side should
not be under-estimated. For instance, in some of the sample villages where
a SAPEL had recently been conducted, two new patients were found, who
had apparently been missed out during the SAPEL campaign.

Case studies
Leprosy was not perceived as a single unitary disease. The various symptoms
were treated as separate illnesses with specific treatments, which were often
a combination of herbal and magico-religious therapies. The most striking
feature of leprosy in the Sahariya tribe was the absence of stigma and
discrimination of leprosy-affected persons and their families. Even though
divine retribution was cited as an important etiological factor for the onset
of leprosy-like symptoms, it was observed that patients under treatment
were leading normal lives. They were neither physically isolated nor socially
discriminated against. Furthermore, the diagnosis of leprosy evoked strong
emotional reaction neither in those affected by the disease, nor their relatives
and friends.
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The following table summarises the status of 34 leprosy patients in the
four districts in which the study was undertaken.
Table 6: Disease-profile of leprosy patients in the four districts
Block

Leprosy

Shivpuri
Karahal
Chanderi
Ghatigaon
Total

SSL

PB

MB

M

F

T

M

F

T

M

F

T

M

F

T

Completed
treatment
M
F
T

6
2
9
3

5
3
3
3

11
5
12
6

1
–
1
–

1
–
1
–

2
–
2
–

2
–
7
2

3
1
1

5
1
7
3

1
2
3
–

3
2
–
3

4
4
3
3

1
1
7
1

2
–
1
2

3
1
8
3

20

14

34

2

2

4

11

5

16

6

8

14

10

5

15

M=male, F=female, T=total, SSL=single skin lesion, PB=paucibacillary, MB=multibacillary.

From a social-psychological perspective, the most interesting finding of
this study is that leprosy patients are not subject to any overt discrimination
in the family or community among the Sahariyas. The absence of social

Case 1
‘S’, A sixty year old woman with no contact with her family, who
makes a living on the basis of daily wages.
S is living in a colony Karahal Block of Sheopur District. Ten years ago she
felt numbness in her left hand, while she was grinding flour with a stone.
She told the villagers about her problem. They said that it was a disease
called sunnbai and that only a holy man (baba) could treat it. S took desi
medicine from that baba for a period of three years but there was no
improvement, and her fingers eventually became deformed. Then she was
told that an evil spirit was residing in her home. She worshipped her house
god, but in vain, and her fingers started rotting. She visited a village doctor.
The doctor gave her some medicines which gradually stopped the rotting
of her fingers, but small blisters appeared. Now, S is again taking desi
medicine. She has continuous pain in her stomach, and blisters
are prominent on her fingers. In her own words: “I have no children. My
brother is taking care of me. I did not get any help from the village
panchayat. Whenever I clean the utensils, the blisters appear on my fingers.
Numbness is always present in my hands. I feel very uneasy, but no one
treats me badly."
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stigma qualitatively alters the experience of leprosy at both individual and
community-levels. Unfortunately, this study fails to provide any further
information on this crucial theme beyond the simple statements that the
patients lead normal lives. Some of the case illustrations presented below,
however, shed some light on the illness trajectory of individual patients.

Case 2
‘D’, an elderly man of unknown age, who works in the fields.
Twenty years ago D felt pain in his ankles, and his toes became numb.
When he informed a relative about these problems, he was told that it was
the sunnbai disease. Other villagers agreed. Initially, he took desi medicines
but there was no improvement in his condition. Then, he went to a temple
where the priest told him that a particular god was not pleased with him. To
please the god, he sacrificed a goat and arranged a party. Gradually, pus
began accumulating in his feet and fingers. He sacrificed more goats to
appease the gods. When a camp was organised by Sambhav in Karahal,
he was given some medicines by the camp doctors. Subsequently,
his fingers improved. D says he has spent more than Rs. 20,000 on his
disease. He has continued living with his family, and there is no
discrimination. He goes to his relatives' home often and eats with them.
They treat him normally.

Case 3
‘A’, a forty year old male cultivator.
A has lost some of his fingers due to leprosy. He tells that a decade ago
when he was cutting a bush, his nail was removed from his finger. Gradually,
the wound become larger and the fingers got decomposed. When he visited
Dr. J., the doctor cut off the affected finger. Then another finger got affected.
He again went to the doctor who said someone must have cast a spell. A.
tells that he does not have any numbness but he does feel pain.
When asked why he does not consult a doctor for the pain, he explains
that he is told that the disease will grow worse, if he goes.
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Case 4
Dr. and Mrs. ‘V’
Both Dr. V, a veterinarian, and his wife have leprosy spots on their bodies.
His wife said that initially, there was only a small spot, but soon her whole
body was covered. She also had numbness in some parts. One day her
hand got injured and swelled. She was treated in Gwalior. At the time of
treatment she had no pain. Thereafter she took treatment from Dr. G, but
there was no improvement. One day a leprosy eradication worker was
sitting in Dr. G's clinic. He said that it was leprosy and advised her to take
some tablets for a period of one year. After taking medicines, the
scars and spots disappeared from her body. Her husband, who also had
leprosy spots, took the same medicine. Now both of them are fine and live
a normal life.

The IEC campaign in Pohri block of Shivpuri district
Based on the research component, an applied component was developed
with a focus on the use of different IEC strategies for enhancing awareness
about leprosy in ten villages of Pohri block, which had not been involved in
the research activities. The aims of the IEC initiative was:
1. To increase mass awareness about leprosy through surveys, exhibitions,
meetings and dramas.
2. To prepare volunteers at village-level for leprosy work.

IEC activities
Workshops with women
Keeping in view the need to focus on case identification and treatment
completion among women, over 25 workshops on leprosy were organised
by Sambhav workers with AWWS, ANMs, MPWs (female), teachers and the
SHGs and mahila mandals in different villages in the four blocks between
October 2002 and January 2003.
School surveys and health camps
Schoolchildren were examined in seven schools situated in the different
villages. Children were informed about the basics of leprosy and its treatment
by NGO workers and local volunteers.
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Graffiti, exhibitions, rallies, munadi and street plays
Graffitti, depicting through words and pictures the signs and symptoms of
leprosy and its treatment, was painted in ten villages. The main sites of the
wall paintings and writing were roadside and main village lanes. Four
exhibitions using banners and posters on leprosy were installed at local
village markets (haats) in four villages. Cycle rallies carrying IEC materials
were organised. People were encouraged to hold discussions on leprosy
with the banners and posters serving as cues.
A local theatre group specialising in street plays (nukad natak) at Bilaua
village was asked to prepare dramatic presentations on leprosy, not only
focussing on dispelling the myths and misconceptions surrounding the
disease, but also weave in messages about its curability through free
and effective treatment. The group staged performances in more than
ten villages.

The outcome of the IEC campaign
It was observed that individual awareness of leprosy was enhanced and
that patients voluntarily showed their body scars and patches for
examination. There was a willingness to discuss issues pertaining to leprosy,
and patients started taking medicines regularly.
At the community-level, knowledge about leprosy and participation in the
programme also increased.

Survey in Karahal block, Sheopur district
A house-to-house survey was conducted in 30 villages of Karahal block
through the participation of local volunteers.

Training of village volunteers
One man and woman were selected from each of the identified villages to
function as link workers for case identification, referral and treatment in
their respective area. More than half a dozen one-day workshops to train
volunteers were organised by Sambhav in collaboration with the local NLEP
functionaries in the selected villages. The presence of the sarpanch or patel
was ensured to confer an official stamp on the programme.
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Table 7: Selection and training of volunteers, April 2001-June 2002
Date

Activity

1 April-10
May 2001

Contact reputed persons in the selected villages to get their
cooperation and commitment for the initiative.

10 May-10
June 2001

Selection of village volunteers from the 30 villages.
Two selection criteria were used: The person should be a)
eight class pass and b) should be a permanent resident of
the village. 60 volunteers were identified.

20-21 June 2001

One-day training of volunteers, who were divided into two
batches. Training was held at Cultural House, Karhal and
coordinated by the director, Sambhav, and the DLO Shivpuri.

23 July 2001

Workshop with volunteers coordinated by the director,
Sambhav, and a representative from DANLEP
Madhya Pradesh.

July 2001May 2002

Door-to-door survey conducted in the 30 villages.
In the first survey, 12,652 persons were surveyed out of
which 64 were confirmed cases. In the second survey,
of 10,579 persons surveyed, 24 were confirmed cases.

June 2001June 2002

More than 20 meetings were conducted in the different
villages to spread the message of leprosy, focusing
on removing age-old myths associated with the disease.

Table 7 outlines the major activities undertaken in Karahal block for
developing a local corps of volunteers.
Sambhav monitored the work. More than 10 meetings were organised
between July 2001 and September 2002. The aim of these meetings was to
discuss the problems faced by volunteers, which could range from relative
effectiveness of different methods to spread awareness about leprosy in
the community to procedures for filling survey forms.
It is hoped that the awareness campaign generated greater understanding
about leprosy in the community, and not only increased participation in
leprosy surveys and awareness campaigns but also lead to increase in
voluntary reporting.
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Suggested Action Points
Based on the above research results and intervention activities, a number
of action points have been identified for future activities for leprosy
elimination among the Sahariya community:
l

l
l
l
l
l

A culture-sensitive campaign for building awareness on leprosy should
be carried out,
n improving the capacity of the Sahariya community by organising
awareness programmes;
n organising group meetings regularly to raise the knowledge-level
regarding leprosy;
n training the local voluntary groups at community-level and
preparing them as leprosy elimination workers. Workers should help
in dissemination of the information on leprosy;
n organising orientation and cooperation camps among government
health workers, anganwadi workers, village health workers;
n organising school health programmes;
n making use of theatre and other effective communication media for
reaching the Sahariya village.
Individual cases should be followed up to clarify the discomfort
experienced after consumption of medicine.
Availability of medicine should be ensured.
Motivation of patients should be encouraged through IPC.
Community-level discussions for increasing the knowledge-level of the
Sahariya population should be organised.
Village-level volunteers should be trained in diagnosis and referral.

It is hoped that the above action points may also be useful for leprosy and
other health related interventions in tribal communities beyond the
Sahariyas of Madhya Pradesh.
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Tribal PRI Networks in Orissa
T.P.Patro1, Subrat Mohanty2, D.N. Naik3 and Santa Raye4

Background
Orissa is considered to have the largest tribal population in India after
undivided Madhya Pradesh. There are a number of different tribal groups
spread throughout the districts of Koraput, Rayagada, Malkanagiri,
Nabarangapur, Kandhamal, Gajapati, Keonjhar, Sundargarh, Mayurbhanja,
Sambalpur, Bolangir, Kalahandi and Dhenkanal. Important tribes include
the Kandha, Ganda, Santhal, Saora, Sabar, Kolha, Munda, Paraja, Oraon,
Kisan, Bhuyan, Bhottada, and Bhatudi. The tribal groups belong to different
Figure 1: Tribal districts in Orissa
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linguistic groups, profess diverse religions and are at different levels of
socio-economic deprivation.
According to the 2001 census, 118 of the total 314 blocks in Orissa are
considered tribal blocks. The estimated tribal population is about 70.32
lakhs. This is roughly about 22.2% of the state’s total population: 5.1% of
the tribal population resides in urban areas, compared to 13.7% for the
population as a whole. In the tribal population, 49.9% are males and 50.1%
are females, the ratio being 1,003 females per 1000 males. This serves as a
significant positive contrast to the corresponding figures for the general
population of 982 females per 1,000 males.
The overwhelming impact of MDT has led to a drastic reduction in the disease
burden of leprosy in Orissa. The PR has come down from 121.4/10,000 in
1983 to 7.6 by February 2003. With the widespread activities pushed through
MLEC III in the month of November 2001, leading to detection of many
new cases, the PR increased to 9.6 per 10,000 population. The PR of leprosy
in tribal areas is generally lower than in non-tribal Orissa, as shown in
Figure 2.

Figure 2: Leprosy PR for Orissa, state-level, tribal and non-tribal blocks
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Figure 3: Prevalence trends of 118 tribal blocks

It was observed that as of March 2002, 37 tribal blocks reported a PR >10,
whereas 22 tribal blocks reported a PR >10 as of March 2003, as shown in
Figure 3.
The rising trend in the number of blocks with a PR above 10 in 2002
compared to 2001 was likely due to the implementation of MLEC-III,
conducted in November 2001. During this campaign, active search was
conducted in most tribal areas. During MLEC-IV active search was carried
out in the areas having a PR of more than 5/10,000 (as of March 2002),
and VRC was conducted in the blocks with a PR of less than five.
Analysing these data, five senior DANLEP officials with extensive field
experience assessed the 118 tribal blocks in terms of relative remoteness as
seen from a service provision perspective on a scale from one to three, with
three indicating very remote areas. Table 1 clearly shows that PR seems to
be lower in more remote areas. There can be two reasons for this. One is
that people live in more scattered settlements, which in itself may serve to
Table 1: Remoteness and average PR April-2000 to March 2003
Category 3 Category 2
No. of blocks
Average PR as of March 2003

Category 1

Total

49

59

10

118

4.68

7.36

11.74

6.55
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limit exposure to infection. Another possible reason can be insufficient
access to services resulting in low case detection, hence providing a false
picture of the leprosy situation.
A hypothesis was made that remote areas would have greater fluctuations
in PR, since case detection would depend more on special initiatives like
SAPEL and MLEC than on regular services, which would be limited. Keeping
in mind the possibility of an uneven pattern of exposure to infection, and
keeping in mind that some areas may not even be reached by special
initiatives, the blocks were further subdivided into two groups, 1) with PR
below 5, and 2) with a PR of 5 or above in any of the years between April
2000 and March 2003. Through this procedure, it was intended to separate
the groups with a known high prevalence measured at least once during the
three-year period from those where leprosy prevalence is either low or
hidden. Subsequently block-wise variance over time during the above period
was calculated to test the hypothesis, using the VAR equation; and the
average variance was calculated for each category below and above the
PR=5 cut off point. A VAR of 0 equals no variance, and a high value indicates
a high degree of variance. The table below provides the results.
Table 2: Average VAR by PR-level (Apr 2000 – Mar 2003) and
remoteness category
Cat 3

Cat 2

Cat 1

N

%

VAR

N

%

VAR

N

%

VAR

Group with PR>5
at least once

23

47

16.81

47

80

12.64

9

90

21.96

Group with PR >5
at no time

26

53

0.57

12

20

0.92

1

10

2.20

Total

49

100

8.19

59

100

12.65

10

100

19.99

Looking at the VAR values for the three groups, the results seemed to falsify
the hypothesis, but it may be noted that Category 1 only contained ten
blocks with two blocks having a high VAR of >50. However, it is interesting
to observe the pattern of low vs. high PR blocks in each category, which
shows that many more low prevalence blocks are perceived as least accessible.
This points to a strong association between (perceived) remoteness and
PR. So, while a large variance persists in both more or less accessible blocks
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according to this somewhat crude way of classifying, the general assumption
that availability of routine services would render the PR less prone to extreme
variation during special initiatives, such as MLEC, may still be valid. The much
higher proportion of low PR blocks in remote areas (Category 3) may be a
sign of lack of service, absence of leprosy, or both in an unknown pattern.
Consequently, poor accessibility coupled with lack of routine service delivery
for many tribal people may pose serious threats for the elimination of leprosy
in tribal areas, where actual leprosy prevalence is hidden.

Tribal link workers in Orissa
The idea of development through link-workers was adopted from the Danida
Animal Husbandry project at Koraput, where they were given a honorarium
for their services. This approach was tried out in seven tribal blocks in
different districts, where the link workers were selected from the panchayats.
In order to enable the communities to adopt certain changes in health
seeking behaviour with relevance to leprosy elimination, and to inform
them of NLEP services, the traditional system needed to adjust to this input.
However, the input also had to adjust to the traditional system so as not to
alienate or destroy the identity and role of the traditional healers, who had
their own methods of treating skin diseases, including patches, which could
potentially be signs of leprosy. The event of access to MDT should not mean
‘assimilation’ of the community (involving a loss of social identity), but
‘adaptation’ of services to existing conditions.

The workshops
The DANLEP Orissa staff were the prime movers in initiating a discussion
with the PHC and block development functionaries to organise workshops
for capacity building of link workers as grass-root representatives in leprosy
elimination.
The statutory panchayati raj institutions have generally replaced the
traditional tribal councils, which were often hereditary rather than elected
bodies, even if at times the hereditary system was sometimes bypassed in
favour of installing an individual based on personal characteristics and
achievements. The traditional role of the tribal councils has been
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incorporated in the panchayat system, including resolution of social conflicts
and religious and judicial matters, with the added responsibility of
implementing development work. Hence, the panchayat has a broad
administrative function that involves economic, social and other issues,
including health.
The selection of link workers was the prerogative of the medical and block
staff. The intention was to identify one male and one female representative
from each panchayat, who were either dedicated developmental workers,
social activists or opinion leaders. Also, the traditional healers – one from
each panchayat – were purposefully identified, as the programme saw a
need to integrate them in the initiative and provide information on MDT
services. A sensitive approach was required so as not to deny their local
knowledge, but to update them on the particular characteristics of patches
that should lead to referral for leprosy diagnosis.
The HWs under the panchayat, the MO at the sector-level, the BEE, the
CDPO, the MO-PHC and the BDO also took part in the workshops, as they
would be responsible for collaborating with the link workers and panchayat
members in future extension of leprosy elimination activities to the remote
peripheral level.
In addition, six sarpanch or panchayat members actively involved in social
and developmental work were invited to attend the workshops, together
with the Chairman of the Panchayat Samiti who heads the development
activities of the block.
Local NGOs were also involved in the workshops. The NGOs working in the
area of health and development were invited with the intention that they
would follow upon the leprosy elimination activities. The NGOs can be seen
as the main agents acting as intermediaries between state and society. The
challenge was to acknowledge and channel the initiatives of the NGOs into
leprosy elimination activities.
With these stakeholders, the objectives of the workshops were to:
1. Build the capacity of the participants for collaborative leprosy
elimination.
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2. Establish a close relationship between the government health system
and the tribal link workers to promote leprosy elimination.

Lessons learned
The experiences of the initiative showed that attendance was good when
the meeting was held at block-level and participants were from that area. In
contrast, attendance was low, when the meeting was organised for
participants from two adjacent blocks, as only participants from the block
where it was organised would attend.
The link workers took keen interest at the workshop, but this was sustained
only for a short period of time. At times, it was difficult to identify link
workers according to the established criteria, because nomination tended
to be politicised, and commitment tended to shift to other interests after
nomination.
The attitudes of the functionaries of the health care system, who should
have shouldered the responsibility of maintaining and building up strong
linkages with the people’s representatives, especially the link workers, were
at times discouraging. The interactive dynamics of this kind of direct
collaboration was often not appreciated, as they were used to a more distanced
work culture. They tended to blame people for the failures of the health
care system and accepted no responsibility themselves.
IEC activities were appreciated as new cases were detected immediately
following the workshop, but this was not often found to be sustainable.
However, in some blocks, the link workers, together with the health staff in
the field, oriented all AWWs in the block on leprosy elimination.
In some places, dedicated NGOs organised street theatre as an effective
means of disseminating information on leprosy to illiterate communities.
This was not implemented in remote areas.
Critically assessing this intervention, it was noted that, too often, it only
benefited the centre of the block rather than the periphery and hence did
not effectively address the issue of delivering information and services to
the most marginalised groups. An increase in voluntary reporting of cases
was not visible. The usefulness of the intervention from a programme
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perspective was the lessons learnt and experienced gained, which led to a
renewed realisation that reaching out to the marginalised tribal areas
continues to be an urgent issue, requiring well-planned intersectoral efforts.
However, sustainability of any initiative continues to depend on local
involvement and acceptability of the intervention, based on a genuine
dialogue rather than a top-down monologue from health care providers.
Based on the lessons learnt, it was decided to make a renewed effort, and a
pilot project was planned and implemented in six tribal blocks of Orissa.

Involving the Panchayat in Tribal Networks: A Pilot Project
The tribal pilot project promoted an integrated participatory approach for
facilitating collaboration between the government health system, the NGO
sector, the developmental sector, PRI members and tribal communities to
strengthen the quality of existing leprosy services, sensitisation of
communities concerning leprosy awareness and information about the
availability of free and effective treatment. The project was implemented
through the local leadership with the overall aim being to enhance voluntary
reporting and treatment completion.
The key persons for starting the initiative were the medical officer of the
PHC/CHC, the BDO, the BEE and local NGO representatives, who would manage
the network comprising representatives from the different sectors of the
block and gram panchayats. They would also be responsible for capacity
building of local health staff and the NGO sector The PRI members were
conceptualised as the prime movers and link persons at the grass-rootlevel.

General Objective
The overall objective of the tribal initiative was to identify and try out
strategies for active community participation and involvement of PRIs in
sustained leprosy elimination activities in selected tribal blocks in Orissa.
Specific objectives
l To establish a network between the health care providers, PRI members,
tribal link persons and other developmental sectors such as ICDS, NGOs
and SHG for leprosy elimination.
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l
l
l

To educate the above groups on the basics of leprosy and the possible
role they could play in the society.
To facilitate case detection in high endemic pockets where the prevalence
of leprosy is more than 5/10,000 with involvement of the community.
To monitor the progress of leprosy elimination activities through a
participatory approach by health providers and PRI members, using
the existing facilities, which include sector meetings and gram panchayat
meetings and palli sabha (financial committee set up by the gram
panchayat).

Pilot areas
Six tribal blocks were selected on the basis of geographical location and
leprosy prevalence rate (PR > 5/10,000) for piloting the intervention. In
addition, the willingness and cooperation of the health staff to participate
in the tribal leprosy elimination initiative was also taken into account. Based
on these selection criteria, Bahalda, Tiring, and Jamada blocks in Mayurbhanj
district, Kuarmunda block in Sundargarh district and Borigumma and
Kotapada blocks in Koraput district were selected as pilot project sites.
Figure 4: Pilot project sites in Orissa

Project sites
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Bahalda, Tiring and Jamada (Mayurbhanj)
Area-wise, Mayurbhanj is the largest district in Orissa. It is predominantly a
tribal district characterised by a difficult and hilly terrain. This district is
known for its chhau nritya, a type of dance depicting war scenes. The area is
inhabited by different tribal groups, including the Santhal and the Lodha
tribes. Bahalda, Tiring and Jamada are the most difficult areas in terms of
access. All three blocks have a PR of more than 20/10,000. Despite the fact
that Mayurbhanj is the largest district in Orissa with a predominantly tribal
population, no SAPELs have been conducted in the district, mainly due to
the lack of initiative of the local health care system.
Kuarmunda (Sundargarh)
Kuaramunda block in the district of Sundargarh is situated in the western
zone of Orissa, close to the Rourkela steel plant. This tribal block has better
communication facilities than the blocks in Mayurbhanja, and has a lower
PR of less than 20/10,000.
Borrigumma and Kotapada (Koraput)
Borrigumma and Kotapada are two tribal blocks in Koraput District bordering
Chhattisgarh. These districts come under the Eastern Ghats and are very
remote, both in respect of accessibility to services and communication. They
have a PR of less than 10.
Table 3: PR at beginning of pilot intervention 2002
Tribal blocks
Bahalda
Tiring

Case load

PR/10000 March 02

264

32.2

Population (mid 2001)
82,210

98

20.4

47,833

134

16.9

79,211

Jamada

63

30.8

56,112

Boriguma

88

7.7

113,983

Kotapada

40

5.7

69,803

Kuarmunda

The Approach
The pilot intervention in the selected tribal blocks was conducted in January
to December 2002. It was expected that all the players – health care providers
and community partners – would work together towards the goal of leprosy
elimination. All of them would sit together at least once in a month in gram
panchayat and panchayat samiti meetings and review the leprosy situation.
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All four groups – people, providers, patients and policy makers – should
have a shared understanding of leprosy as a curable disease, its signs,
symptoms and treatment availability. Furthermore, they should agree to
undertake special case detection drives with active community support and
participation. Hidden cases should be found, treated and followed-up until
cured and released from treatment.
It was also very important that a draft activity plan be prepared by the
prime mover, who should preferably be from health sector. S/he would
develop the activity plan in consultation with health policy makers such as
the Collector or Chief District Medical Officer (CDMO) and Additional District
Medical Officer (ADMO). This plan of action was to be agreed upon by all
partners either in formal meetings or through informal discussions.
Table 4: A generic activity plan
Initiate interaction with all potential stakeholders to appraise them about the leprosy
situation and gain commitment for their involvement in leprosy elimination activities.
Form a block health committee headed by the chairperson of the block, gram
panchayat health committee headed by the sarpanch of the concerned gram
panchayat, and a village health committee headed by a ward member.
Ensure participation of MOs and BEEs in panchayat samiti meetings and
inclusion of leprosy in the common health agenda for regular discussion.
Ensure participation of health workers in gram panchayat meetings and inclusion
of leprosy in the common health agenda for regular discussion.
Ensure participation of local health staff in palli sabha and facilitation of
discussion on leprosy.
Conduct community mobilisation interactive sessions at block-level
Conduct community mobilisation interactive sessions at gram panchayat-level.
Organise brief interactive sessions at village-level.
Develop area-specific IEC materials containing key health/leprosy messages
in local language. Involve the local beneficiaries in the production of the material.
Generate awareness through traditional folk/dance/other media based on local
cultural platforms.
Conduct village-wise case detection through voluntary reporting centres at
village-level organised and managed by community volunteers.
Ensure treatment and follow-up of cases by the service providers with community
involvement in case holding.
Ensure monitoring of leprosy elimination programme at weekly sector meetings
and monthly PHC meetings by the health programme managers.
Local players and the community accept responsibility for the ownership and
sustainability of the programme.
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Managing the network
The MO, BEE and NGO representatives (wherever available) were identified
as key persons to initiate the process of identifying leaders and link persons
to form network and motivate individuals and groups to create a supportive
and self-sustaining environment for realisation of the goal of leprosy
elimination. It is important for members forming a network to determine
how they will manage the logistics, the planning of meetings, invitations to
participants, working lunch and other provisions.
The pilot project Experience in Bahalda block
DANLEP officials took the initiative and with the CDMO and DLO analysed
the block-wise leprosy situation of the district and reached a consensus to
pilot the activity in Bahalda, Tiring and Jamda blocks on account of their
geographical terrain, low accessibility to service facilities and high
prevalence of leprosy.
Subsequently, the Sub-divisional Medical Officer (SDMO), Rairangapur, was
consulted, since all the three blocks come under his administrative
jurisdiction. He showed keen interest and made a commitment to undertake
the initiatives in the three blocks. Later, the DLO, the SDMO and DANLEP
officials met the Sub-Collector (head of administration of the sub-division),
Rairangapur, appraised him of the plan and gained his commitment for the
programme. All agreed that activities to mobilise the Bahalda community
would be held on 14-15 May 2002.
The planning and implementation of the strategy was undertaken by the
MO at Bahalda PHC in consultation with other key players such as VARRASA
(Voluntary Association for Rural Reconstruction and Social Awareness) and
SDMO Rairangapur. The Secretary of VARRASA took keen interest and played
a key role in mobilising grass root-level link persons.
VARRASA is a small local NGO started in 1999 with its headquarters in Bahalda.
In addition to leprosy, it is engaged in a host of social activities in the
areas of health, education, environmental protection and provision of
emergency relief in several blocks of Mayurbhanj district. The NGO organised
a two-day POD camp during March 2002 for 80 leprosy-affected persons
from the three blocks of Bahalda, Tiring and Jamadha. A DANLEP functionary
served as the resource person for this camp In addition to co-ordinating
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the block and gram panchayat-level sensitisation meetings. VARRASA also
has a cultural troupe that performs dramas on social issues, including leprosy.
Block-Level Sensitisation Meeting
On 14 May 2002, a community mobilisation interactive session for
networking and awareness generation at block-level was organised with the
participation of the Block Health Committee’s chairperson and vice
chairperson, the BDO, the MO and other health managers of the area,
Sarpanchs, Samiti members, VARRASA representatives, the CDPO and other
ICDS functionaries, informal tribal leaders, traditional healers, religious
leaders, womens’ organisations, private practitioners, cured patients and
other interested parties. VARRASA was identified to carry forward the activities
at gram panchayat-level. The Sub-collector and local representatives were
invited and took part in the interactive session. At the workshop, attempts
were made to facilitate dialogue and collaboration between the participants
from different network groups, both inside and outside the tribal
communities.
IEC
Innovative, behavioural change communication strategies were adopted to
harness community potential. These included both open-ended and closeended questions to help clarify the basics of leprosy, using multiple
communication channels in a simple language, and translating the basic
contents of the proceedings into local tribal languages such as Alchiki or
Santhali to ensure adequate mutual understanding during the meeting.
Use of educational games is an easy and interesting means of acquiring
knowledge and promoting desirable attitudes and skills. They can also serve
as ice-breakers to encourage good interaction among participants. Indoor
and outdoor games to suit various needs, such as snakes and ladders with
leprosy information, had been developed and put into use. In the workshop,
different types of leprosy were pictorially depicted using images of a king
and a queen with crowns of MDT blister packs, capturing MB, PB and SSL
patient as illustrated by number of patches.
A street theatre presentation was organised by VARRASA. A tribal dance
with songs containing messages on leprosy was performed by local members.
The key messages were that leprosy is not only touchable and treatable, but
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also curable through safe and effective drugs available free of cost at
government health facilities. Different communication channels were used
to propagate these messages at the gathering. Patient-centred learning
was advocated, and patients were invited to narrate their experiences to
the participants.
Developing an Action plan for Bahalda block
In the afternoon session, a gram panchayat-wise activity plan was prepared
and dates were fixed to conduct awareness sessions at the gram panchayatlevel. The MO of the CHC/PHC together with the BDO, CDPO and Chairman
panchayat samiti came to an agreement with the concerned sarpanchs of the
gram panchayats on dates and venues for the orientations at gram panchayatlevel.
Capacity building at village levels
Members of every gram panchayat in the block were oriented about the
basics of leprosy at a venue suitable for 35 to 40 members, preferably
under a tree in front of the gram panchayat office. Some of the learning
techniques delineated above were used to communicate key messages about
leprosy. The participants at the gram panchayat-level meetings were all ward
members, panchayat samiti members, AWWs, members of self-help groups
and mahila mandals, NGO representatives, representatives of youth clubs,
volunteers, HWs (female and male), traditional healers (seera, desari and
gunia) and local tribal headers. The sector medical officer and other blocklevel officials attended sessions as resource persons, based on a resource
persons list that had been prepared and agreed upon earlier at the blocklevel meeting. The local sarpanch was identified as the nodal person at the
gram panchayat-level.
The gram panchayat-level workshop was usually held in an open-air space,
made attractive with colourful banners, posters and exhibits depicting
important messages about leprosy. This attracted many onlookers, who silently
observed the proceedings of the workshop from outside the boundaries,
without interrupting the scheduled activities. At the end of the session, a
village-wise work plan would be developed, whereby it was agreed to conduct
a community search on the following day in all the villages represented in the
gram panchayat. A composite team, comprising local ward member as the
team leader, AWWs and village volunteers, was formed at village-level.
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The team, along with other community members, conducted an awareness
campaign by visiting houses, propagating messages about leprosy, showing
flash cards and encouraging people to get all skin patches examined. Cases
were confirmed on the spot by the health workers, and appropriate referral
made for starting treatment. The outcome of the examination was made
available to the team for future follow-up.
This approach helped to identify many hitherto undetected cases, who
otherwise would have remained undetected, and acted as a source of
transmission of the disease.
The approach described above was implemented with local adaptations in
the other five tribal blocks of Tiring and Jamda in Mayurbhanj, Kuarmundia
in Sundargarh and Borigunma and Kotapada in Koraput districts.
Subsequently, the same strategy of involving the PRI at block and village
levels was used in various blocks of other tribal districts, such as Rayagada,
Kalahandi, Jharsuguda, Sambalpur, Phulbani and Nabarangapur.

Stakeholder participation in the six pilot areas
In all the six pilot areas, the group of major stakeholders were more or less
the same. The block-wise participation of different stakeholders is presented
in the table on next page.
Outcome of the pilot tribal intervention in six blocks
As a result of the pilot intervention, gram panchayat-level sensitisation was
carried out, and micro-planning for sensitisation and case detection was
done in all six areas.
In all the areas, a community participatory search-cum-voluntary case
detection drive was carried out, and hidden cases were detected.
The largest number of suspected and confirmed cases were from Tiring and
Jamda blocks in Mayurbhanj district. In Borigumma only one case was
confirmed out of 53 suspected persons. In Kuarmunda and Kotapada blocks,
since no cases were suspected but new cases were discovered, all new cases
(19 and five, respectively) were identified through voluntary reporting.
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Table 5: Principal stakeholders in the pilot project sites
Tribal Block

Stakeholders

Total no. of
individuals

Bahalda

Sarpanch, link volunteers, teachers, private
practitioners of ISM, youth club members,
SHG, AWWs, HWs, LHW, BEE, MOs, DLO,
BDO, PA ITDA, Sub-collector, SDMO,
Rairangpur, secretary and chairman of VARRASA,
Bahalda, and local MLA.

80

Tiring

Sarpanch, volunteers, tribal leaders, traditional
healers, teachers, PPs of ISM, youth club members,
SHG, AWWs, LHV HWs,, CDPO, BEE, MOs, DLO,
BDO, PA ITDA, Sub-collector, SDMO, secretary
and chairman of VARRASA, Tiring, and ex-MLA.

80

Kuarmunda

Sarpanch, samiti members, link volunteers,
teachers, private practitioners of ISM, youth club
members, AWWs, LHV HWs, LHV, BEE, MOs,
DLO, BDO and Chairman, Kuarmunda.

80

Jamada

Sarpanch, samiti members, link volunteers,
teachers, youth club members, CDPO, SHG,
AWWs, HWs, LHV, BEE, MOs, DLO, BDO, and
chairman Jamada, DLO, VARRASA and others.

102

Boriguma

PRI members, health providers, traditional tribal
leaders, desaries (faith healers), teachers, other
volunteers, BDO, Lepra India, ICDS functionaries
and others.

64

Kotapada

Sarpanch, samiti members, health providers,
traditional tribal leaders, desaries (faith healers),
teachers, other volunteers, chairman and BDO,
Kotapada and Lepra India, ICDS functionaries
and other NGOs.

55

Conclusion
The blocks were selected according to endemicity (PR>5/10,000) and
revenue zones. The PR of all these tribal areas had consistently remained
high during the last couple of years.
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Table 6: Activity coverage during the pilot project in six tribal blocks
Tribal block

No. of
Micro-planning Total no.
Gram
done
sensitised
panchayats

Cases
Cases
suspected confirmed

Bahalda

12

Yes

720

245

72

Tiring

10

Yes

372

493

69

Kuarmunda

10

Yes

224

NA

19

8

Yes

117

354

37

30

Yes

111

53

1

Kotapada

11

Yes

127

NA

5

Total

81

All

1671

1145

203

Jamada
Boriguma

l

l

While selecting the participants, more emphasis was given to identifying
the local traditional spokespersons, leaders, faith healers and women
representatives. However, the involvement of the BDO, the Sub-collector
and the project administrator, Integrated Tribal Development Agency
(PA ITDA) was significant in all the areas. Their participation played a
crucial role in bringing the tribal stakeholders on a common platform.
In spite of participatory micro-planning and community search
facilitating voluntary case disclosure, there are still hidden cases in the
community to be detected in the future. For instance, in Tiring block,
more new cases were identified during MLEC IV in February 2003 than
during the pilot intervention. Table 7 shows the differences between
case detection in the two campaigns.

Table 7: Comparison of results of pilot intervention and MLEC IV for
Tiring Block

Population enumerated
Population examined
Suspected cases
Confirmed new cases
Case detection rate

Pilot Intervention

MLEC IV in

(July 2002)

(February 2003)

43,620

49,852

22,5977

40,420

493

247

69

59

0.14

0.24
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When laypersons are involved in identifying cases, the pool of suspects
always rises because there is a tendency towards over-diagnosis. This explains
the higher number of suspected cases in the pilot intervention in comparison
to MLEC IV, which is a health-worker driven campaign. The higher case
detection rates during MLEC IV in Tiring could be the outcome of the massive
awareness generation campaigns conducted both during the pilot
intervention phase in July 2002 and the MLEC IV itself in February 2003.
Since 2001, DANLEP Orissa has been organising a series of block and gram
panchayat-level workshops to train people in case identification, treatment
and follow-up. The pilot interventions in the six blocks described above
was a systematic attempt to implement a uniform strategy in high-prevalence
tribal areas. Participation from all the four ‘P’s (policy makers, providers of
health services, peoples representatives and patients) was ensured in varying
degrees in all the six blocks.
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Leprosy Eliminated in Darbha
B.P. Mukherjee1

The state of Chhattisgarh was carved out of Madhya Pradesh in November
2000. 45% of the territory is under forest cover. One third of the total
population of the state is tribal. In 2001-2002, DANLEP Chhattisgarh piloted
a strategy for leprosy elimination in tribal block Darbha of Bastar district.
The DANLEP integrated training approach focused on changing perceptions
and behaviour rather than only providing knowledge.

Bastar district
Bastar district is a predominantly tribal district that lies in the south-eastern
part of Chhattisgarh State. Most of the district is forested and hilly. The
total area is 12,703 square kilometers spread over 14 blocks. About 70% of
the total population is tribal, constituting 27% of the total tribal population
of the state. The tribally dominated district of Bastar has a sex ratio of
1,009 females per 1,000 males.
The literacy rate in the district is 45%, with male and female literacy being
57%, and 347% respectively. Various development reports indicate that the
health infrastructure in the district is not well developed. The number of
doctors available per one lakh population is as low as 15. There are a total
of 367 hospitals and dispensaries in Bastar district. The human development
index of the district was 0.514 in 1998.

Darbha block
Darbha is one of the 16 blocks of Bastar district. Thee are 69 villages
comprising 210 hamlets, spanning an area of 526 square kilometers. The
major tribes in the areas are the Halba, Muria, Dhruva and Gond. Each tribal

1

B.P. Mukherjee is Adviser and State Project Coordinator, DANLEP, Chhattisgarh.
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Figure 1: Darbha block in Bastar district, Chhattisgarh

group has its own distinct culture and language. The river Sabri separates
Darbha block from neighbouring Orissa.
The main socio-demographic characteristics of Darbha block are presented
in the following tables:

Table 1: Population and sex ratio of Darbha Block
Category

Male

Female

Total

%

Schedules Castes

2,284

2,773

5,057

8

Scheduled Tribes

24,916

26,917

50,933

81

3,436

3,191

6,627

11

NA

NA

7,422

50

48%

52%

NA

NA

Other Backward Classes
Families Below poverty Line (BPL)
Sex ratio
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Table 2: Literacy Rate of Block Darbha
Category

Male %

Female %

Total %

6

6

6

Scheduled Tribes

17

16

17

Other Backward Classes

10

9

9

Total

12

4

8

Schedules Castes

Table 3: Health Infrastructure in Block Darbha
Health Facility
Primary health centres
Sub health centres
Sector clinics

Total
4
21
4

Jan swasthya rakshak (JSR)

32

Trained midwives

42

ICDS supervisor

6

Anganwadi workers
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Local Bodies
Elections for the three-tier panchayati raj institutions were held in January
2000 immediately after the formation of the state. District planning
committees have been constituted in all 16 districts of Chhattisgarh. There
are 31 gram panchayats in Darbha with seven gram sahayaks and 24 panchayat
secretaries.

Overall objective
The main reasons for choosing Darbha for the tribal leprosy elimination
strategy were, that the area is a distant tribal belt with densely forested and
unapproachable villages, that it is a socially disturbed area with Naxalite
activity, and that the basic health infrastructure is poor.
The overall objective of the project was to develop a strategic plan of action
for leprosy elimination among the tribal groups with the involvement of
panchayati raj institutions.
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Concensus-building
The Collector, Bastar, the panchayat Chief Executive Officer, Bastar, the Zonal
Coordinator DANLEP, the sarpanch and panchs reached a consensus that
block Darbha should implement project “Panch Prayas”.2
A series of orientation meetings on leprosy were conducted with members
of the panchayats to sensitise them to the issue of leprosy as a disease and
its elimination. The difficulties of case detection and treatment delivery in
tribal areas were discussed.. The meetings and workshops were also aimed
at bringing together the PRI members and health department functionaries
at the sub-centre-level. The potential of people's participation (janbhagidari)
in the health sector was communicated to the sarpanchs and panchs. At the
block-level, officers from other departments, such as health education, ICDS
and tribal welfare, were also included in the meetings.
The participatory training and team building exercises have had a valuable
impact on the participants' understanding and commitment to bring about
change. After an initial orientation, panchayats have used various awarenessbuilding strategies, such as educational camps, rallies and processions to
enhance people's understanding of leprosy and its treatment. Resources
have been generated and voluntary contributions made out of a sense of
responsibility to achieve the objective of leprosy elimination. Panchayat
members have the potential to plan activities and identify resources to
achieve goals independently of any outside intervention.
After the meetings at the block-level, the second phase started with extensive
participatory training workshops followed by special action-plan meetings
of gram panchayat members. The panchs, sarpanch and sachiv (secretary)
discussed the field problems, resources available and the required time
frame. They chalked out time-bound action plans to be implemented in the
villages falling in their respective areas. An attempt was made to internalise
leprosy elimination activities with other ongoing development projects in
the areas of health, education and women's empowerment.

2

See Panch Prayas: An Initiative to Involve the Panchayats in Elimination of Leprosy in Chhattisgarh.
Directorate of Health Services, Chhattisgarh, and DANLEP.
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The challenge was to convince participants that leprosy was something
everyone needed to be concerned about, and that their villages could and
should be made leprosy-free. The mainstay of the approach was the
involvement and active participation of the panchayats. A great deal of
attention was paid to describing the ‘process’ of the panchayats' participation,
that is, panch prayas.

Broad Action plan
The following action points directed the action plan for the panch prayas
initiative:
l

Health to be an important and regular issue on the agenda of the
monthly gram sabha meetings.

l

Short-term awareness generation programmes on leprosy to be jointly
undertaken by health staff in collaboration with panchayats.

l

Regular joint meetings of panchayat and health and ICDS staff to be
held.

l

Skin camps to be conducted at sub-centre-level.

l

Rallies to be organised at block and sector-levels.

l

Slogans about leprosy to be recited daily in schools at the time of prayer.

l

A quiz on leprosy to be organised in middle and high schools.

l

Kotwar munadi to be given once a week in every village conveying
messages on leprosy to the residents.

l

Folk theatre (kala jatha) to be performed in all the villages.

l

Traditional healers to be given orientation on leprosy so that they can
suspect cases and refer them to the government health centre.

l
l

House-to-house surveys to be conducted in all villages.
Panchs to take up responsibilities for search in specific wards/mohallas/
paras of their area.
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l

Team to be formed to assist panchs in leprosy search.

l

Working holiday to be declared on search/examination day.

l

The search/examination for a panchayat to be finished within two-three
days.

Dayo, 35, a hardworking tribal woman who does not speak any other
language except Halbi, shyly tells her story. She first neglected the
patches that appeared on her body. Later two patches appeared on her
hands and forehead. Her husband and other family members began to
notice the patches.
The family took her to the local traditional healer, who demanded one
black hen, one bottle of country liquor and charged Rs. 10 for performing
the rituals. Chanting the mantra he touched the bone and wine on her
face, leaned over her to take some of her hair in his mouth and vomited
small pieces of bone.
With no improvement in the condition she again consulted the traditional
healer for the same problem. He again charged the same amount and
performed the same rituals, but of no avail. She stayed at Dharampura
for a fortnight and consulted other healers. Over the next four to five
months, she and her husband went to other places for treatment and
spent considerable amounts of money. In the meantime four new patches
appeared on different parts of the body.
Later in a survey conducted by the panchayat and village people, she
was noticed and informed of a MPW posted nearby. The MPW suspected
it to be leprosy and immediately took her to the NMA, Tokapal, who
confirmed it as an MB case of leprosy, which was subsequently confirmed
by the sector MO and NMS. The treatment was started for 12 months,
and the MPW visited her house on a regular basis.
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IEC activities in Darbha
Performances by the local folk theatre group were very popular. Kala jatha
was performed at 60 different places in 31 Gram Panchayats. There was
great interest in these performances among the village people, especially
women and children. The route chart drawn out by the district and block
officials covered almost all haats, bazars and mela-madai. The shows
contained messages not only on different diseases, including leprosy, but
also general issues related to health and hygiene.
Quiz competitions on leprosy evoked a lot of enthusiasm among
schoolchildren. The education department circulated the quiz-questionnaire
in every school of the block. The winners were given prizes at public
functions. Three slogans were chanted at the time of morning prayer in
every school of the block. The three slogans highlight the cause, symptoms
and treatment of leprosy. The one-liner slogans were:
"Leprosy is an ordinary disease caused by bacteria"
"Anesthetic patch on skin, suspect leprosy, examine immediately"
"MDT cures leprosy"
Schoolchildren, teachers, health workers and NGOs organised rallies and
processions for awareness generation among villagers.
Kotwars in every village were instructed to announce messages related to
leprosy at regular intervals. Kotwar munadi is one of the oldest methods of
delivering messages in the villages. The content of the Kotwar
announcements was basic information about leprosy and dates of scheduled
house-to-house searches and skin camps.
Furthermore, slogans and messages were also painted on the walls of almost
every house of the villages using local country-made reddish powder-clay.

An account of events
The following table presents the chronology of events of the tribal initiative
in Darbha block of Bastar district.
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Table 4: Major activities during the Darbha initiative:
November 2001-June 2002
Date

Activity

Responsible
person/institution

Outcome

19.11.01

Inaugural function
attended by DANLEP
representatives and
local functionaries.
The state co-ordinator
of the American
Leprosy Mission (ALM)
also participated.

DANLEP, local
NLEP and GHS
functionaries.

Pledge taken to make
Chhattisgarh leprosyfree. The State
Coordinator of ALM
also assured material
assistance for the
endeavour.

22.01.02
14.04.02
17.08.02
02.10.02

Following the inclusion
by the CEO Janpad
Panchayat, Darbha, of
leprosy on the agenda
of the panchayat
meetings, gram sabhas
were held at 31
panchayats.

Local NLEP and
GHS functionaries
and janpad
panchayat.

31 panchayats
participated.

27.06.02

Meeting of janpad
Panchayat held in
Pragati Meeting Hall,
Darbha.

Gram sabha
members.

Three tier panchayati
raj institutions in
Darbha passed a
resolution to make
Darbha leprosy-free.

29.06.02

The Collector, Bastar,
acknowledged the
work of the janpad and
gram panchayats on
leprosy elimination at a
public meeting.

The Collector

This public
acknowledgement
gave an impetus to the
programme.

26.06.02
09.07.02
11.07.02

Orientation trainingcum-special action
plan workshops were
held at three different
places for the
members of gram
panchayats.

Local NLEP, GHS
and block-level
panchayat
functionaries.

Strong commitment at
the gram panchayatlevel for the initiative.
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Case detection before and after the intervention
The following tables highlights the leprosy situation in Darbha before and
after the intervention.
Table 5: Leprosy status before the PRI-process in Darbha
MB patients

PB patients

Total

Start of MDT (April 1991)

47

13

60

MLEC I April 1998)

11

20

31

MLEC II (February 2000)

10

14

24

MLEC III (October 2001)

6

15

21

The PR in Darbha at the start of MDT in 1991 was 0.07/10,000. Before the
PRI process, 11 out of 69 villages had leprosy cases. 28 cases were under
treatment in November 2001.
The PRI process (November 2001 to December 2002) coincided with the
state-level MLEC IV held during November 2002. The following table depicts
the epidemiological results of the PRI process.
Table 6: Outcome of PRI process in terms of case detection
Detection Method

No. of MB Patients

No of PB Patients

Total

House-to-house surveys

1

2

3

Voluntary reporting

1

2

3

Skin camps

2

4

6

A total of 12 new cases were detected during the PRI process. The
effectiveness of this method can be assessed against the fact that no new
cases were detected during MLEC IV in November 2002.
In December 2002 only three out of 69 villages reported leprosy cases as
against 11 out of 69 during November 2001. A total of three cases were
under treatment in December 2002 and the PR had come down to 0.44/
10000 signifying that the block has reached the stage of leprosy elimination.
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Conclusion
Darbha block in Bastar district has shown the way to mass mobilisation
through a health campaign. Panchayati raj institutions of the block have
played a major role in spreading general awareness about leprosy and efforts
to eliminate it have increased enormously as a result of PRI involvement.
More patients are being accepted by their families and community, making
it possible for them to lead normal lives. Voluntarism has been on the rise.
The recent success of developmental activities involving the PRIs, particularly
in inaccessible areas, have considerably strengthened the capacity of the
community to become self-reliant in addressing their local concerns. More
importantly, it has fostered a sense of ownership, responsibility and progress
among the people. The PRI process has led to mass mobilisation at an
unprecedented level. It has transformed panchayat officials and women
into powerful agents of social change at the local level.
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Glossary
Alchiki

The language spoken by the Santhal tribe in Orissa.

Arhar

Type of pulse

Ayurveda

Indigenous Indian system of medicine.

Baba

Hindi term for holy man.

Bada dukh

Term for leprosy among the Bhil tribe in Madhya Pradesh.

Badvi

Term for magic among the Bhil tribe in Madhya Pradesh.

Bahariya

Tribal group in Madhya Pradesh.

Bajra

A coarse grain used for preparing unleavened bread in North
India.

Bai

Term referring to arthritis-like conditions among the Sahariyas.

Baiga

Tribal group in Madhya Pradesh.

Ban-ruff

Term referring to conditions like eczema and scabies among the
Sahariyas in Madhya Pradesh.

Banda

Generic term for scars and numbness used by some Sahariyas in
Guna district of Madhya Pradesh.

Bengali doctor

Generic term referring to unregistered medical practitioner or
quack.

Bhajan

Hindi term for singing religious hymns in a group.

Bhatudi

Tribe in Orissa.

Bhil

Tribe in Madhya Pradesh, Rajasthan and Gujarat.

Meena

Tribe predominantly living in Madhya Pradesh and Rajasthan.

Bhottada

Tribe in Orissa.

Bhuyan

Tribe in Orissa.

Chazon

Term for itching among the Sahariyas.

Chhau nritiya

Traditional folk dance in Orissa and Bengal.

Desari

Term for traditional healer among tribes in Mayurbhanj district
in Orissa.
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Desi

Generic adjective in Hindi meaning pure.

Dhruva

Tribe of Bastar district in Chhattsigarh.

Dongaria Kondh

Tribe in Orissa.

Gadaba

Dravidian language spoken by a tribe of the same name in
Northeast India.

Ganda

Tribe of Orissa.

Gayatri Pariwar

Hindu socio-religious organisation working in the areas of health
education and environment, mainly in North India.

Gayatri Yagnya

Prayers of the Gayatri Pariwar.

Gond

Tribe found in several parts of Central, West and South India.

Gram

Type of pulse.

Gram panchayat

Village-level tier of the three-tier panchayati raj system.

Gujar

Landowning caste in North India.

Gunia

Term for traditional healer among many tribal groups.

Haat

Hindi term for temporary market.

Halba

Tribe in Madhya Pradesh.

Jadi butti

Herbal treatment.

Jan Swasthy
Rakshak

Health worker trained to provide basic health services in
villages under an integrated rural health scheme of the
Government of Madhya Pradesh.

Janpad Panchayat The block-level tier of the PRI system.
Jowar

A course grain consumed in North India.

Juang

Language spoken by some tribal groups in Orissa.

Jan Parishad

Block-level tier of the panchayati raj system.

Jan Sahayak

People’s leader or adviser.

Janbhagidari

Hindi term for people’s participation.

Kala jatha

Term for street theatre group in Chhattisgarh.

Kala pathak

Term for street theatre in Madhya Pradesh.

Kanar

Tribe in Madhya Pradesh.

Kandla

Tribe in Orissa.

Khasi

Tribe in Northeast India.

Kisan

Tribe in Orissa.

Kirtan

Hindi term for religious prayers.

Kol

Tribe in Madhya Pradesh.
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Kolam

Tribe in Andhra Pradesh and Maharashtra.

Kolha

Tribe in Orissa.

Korku

Tribe concentrated in Central and Western India.

Korh/kodh

Generic Hindi term referring to different types of skin problems
ranging from copper-coloured patches of leprosy to leucoderma.
It is also used derogatorily.

Korh vaabi

Term for leprosy among the Bhils in Madhya Pradesh.

Kotwar

Watchman.

Kotwar Munadi

Munadi is a traditional drum beaten by the kotwar to draw
people’s attention to any announcement to the village.

Kukara bai

Term for deformity in hands and feet among the Sahariyas.

Kushta

Originally an ayurvedic classification of skin afflictions including
leprosy.

Lodha

Tribal group in Orissa.

Mahila mandal

Women’s group.

Mahua leaves

Plant used for preparing liquor.

Mela Madai

Term for market among the Gonds in Madhya Pradesh.

Motali Mata

Term for leprosy among the Bhils in Madhya Pradesh.

Mukhia

Traditional village leader.

Munda

Tribe in Northeast India.

Muria

Tribe of Bastar district in Chhattisgarh.

Nukad natak

Street Theatre.

Naxalite

A Marxist-inspired social movement with its base in Northeast
and Central India.

Oroan

Tribe in Madhya Pradesh.

Palli sabha

Committee constituted at village-level for dealing with financial
matters in Orissa.

Panch

Elected member of the panchayat.

Panchayat

Elected assembly, e.g., a village council.

Panchayati raj
institution

Three tier system of local government in rural India.

Panchayat samiti

Committee constituted by panchayat, e.g. swasthya samiti
(health committee).

Patbala

Term for leprosy among the Bhils in Madhya Pradesh.

Panch Prayas

Term used in Chhattisgarh to describe the active role of the PRI
in leprosy elimination.
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Paraja

Tribe in Orissa.

Project Bastaner

SAPEL project in Bastar district of Chhattisgarh.

Project Guru

SAPEL Project in Durg district of Chhattisgarh.

Project Lanji

SAPEL project in Lanji block of Balaghat district in Madhya
Pradesh.

Project Gulaimal
Project

SAPEL project in Khalwa block of Khandwa district in
Madhya Pradesh.

Krushnaprasad

SAPEL project in Puri district of Orissa.

Project Kolli Hills SAPEL project in Namakkal district of Tamil Nadu.
Puja

Religious service.

Sabar

Tribe in Orissa.

Sachiv

Secretary.

Sahayek

Adviser or counsellor.

Sahariya

Tribe in Madhya Pradesh.

Sahariya Vikas
Adhikaran

Government department responsible for welfare of the
Sahariya tribe in Madhya Pradesh.

Sambhav

Gwalior-based NGO.

Santhal

Tribe in Orissa.

Saora

Tribe in Orissa.

Sarpanch

Elected chairman of the village panchayat.

Saura

Tribe in Madhya Pradesh.

Senjana Chaal

Medicinal plant used by the Sahariyas.

Sunnbai

Term for numbness in any part of the body among the Sahariyas.

Tendu leaves

Tobacco leaves.

Tribal hostels

Hostels of state-run boarding schools in tribal areas.

Tribal panchayat

Traditional system of self-government at village-level as different
from the elected panchayat instituted within the framework of
the panchayati raj institution.

Vaishno Mukti
Samroh

Public functions organised by the Gayatri Pariwar in tribal
areas to promote vegetarianism and discontinuation of liquor
consumption among tribal communities.

Vimarsh

Bhopal-based NGO

Yuva mandal

Youth group.

Zila Parishad

District-level tier of the panchayati raj system.
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