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Foreword

The progress towards achieving the goal of Leprosy Elimination in India at
National level, by December 2005 isquiteimpressive. Barring afew states, all
the other States/ UTs al so should hopefully reach this goal by that time.

Still lot of work isyet to bedoneinidentified districtsand at sub-district level. In
urban areasthe problemismore complex dueto migration of people, multiplicity
of service providersand lack of coordination amongst them. Govt. of Indiahas
issued aGuidelinesin May 2004, for the statesto devel op urban areawise plan
of action and to implement it. The role of NGOs in supporting the leprosy
elimination Programmein Urban areasremainshighin priority.

ALERT- India, a Leprosy NGO working in Mumbai for the last 25 years is
providing great support to the Programme. Their training and utilization of
community Health VVolunteers of the Municipal corporation of Greater Mumbai
is praiseworthy. On the occasion of its Silver Jubilee, ALERT-India has come
out with thisvision document, highlighting the works carried out in the past and
their plan for the future. The vision emphasized on the development of
Programmes towards Voluntary Reporting without deformities at the stage of
diagnosis. The document will provide inspiration to other Non-Governmental
L eprosy Organizations, particularly thoseworking in urban areas.

We hope the Voluntary organizationswill continueto play animportant rolein
Leprosy Control and rehabilitation in the next few yearseven after theelimination
isachieved at National level.

Dr. G P. S. Dhillon
Dy. Director General, Leprosy
Govt. of India, New Delhi
27" September, 2004
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Preface

For centuries, the scourge of Leprosy has been a huge socio-economic problem
for those afflicted by it — patients and their families, and the communities prone to
the disease. Leprosy then was characterized by deformity and mutilation. As
identified by modern medicine through anaesthetic patches or early nerve
involvement, Leprosy has proven to be atreatable and even curabl e through multi-
drug (chemo) therapy (MDT). If the drugs are taken early, there are good chances
of preventing visible deformities, which have been the root cause of the stigma
attached to the disease.

With modern drugs it has been possible to launch control programmes and bring
thediseasetothelevel of treatability and curability just like with any other disease,
without labeling it a public health problem.

Concerted efforts by international agencies, national governments and voluntary
institutions have rendered this possible. It istherefore but natural for the government
to roll back the “vertical” leprosy programme — and integrate it with the general
health care services.

Since the means of transmission of the disease is not completely understood, and
since the disease sometimes results in complications, it is felt that leprosy-
specialising personnel in the government and in the voluntary sector will continue
to have arolein leprosy-related issues.

ALERT-India, aprominent NGLO in Mumbai, has, duringthelast 25 years, shown
sensitivity in dealing with leprosy not merely asavertical issue but alsoin attempting
to merge it with other urban-related health issues. . Great emphasis has been
placed on involving community health volunteers attached to the health posts of
the Municipal Corporation of Greater Mumbai.

It is therefore desirable that the 25 years of experience should project the phases
after integration is effected. This document has tried to take stock of leprosy-
related issues and the role ALERT-India has played as a partner in leprosy control.

Thefirst chapter projects the issues as have been discussed in global and national
foras. The second chapter summarizes the work of ALERT-India over the past
25 years. Thethird chapter provides avision for the next ten years. | am surethe
document will provide food for thought and reflection about the evolution of
leprosy programmes as conceived and implemented, as well as project a vision of
the scenario for the near future.

September 5, 2004 Prof. R K Mutatkar
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Epilogue

Till 1955, there was no extensive leprosy field work in Mumbai, though Allbless &
Acworth Leprosy Home existed since 1885 and 1890 respectively. The Greater Bombay
Leprosy Control Scheme (GBLCS) came into existance in 1955 under the auspices of
Acworth Leprosy Hospital, wherein 13 Health Visitors and two Non-Medical-Assistants
were appointed who undertook field work in whole of Bombay and treatment centres
were opened-up in all the then teaching medical colleges in Mumbai.

On account of job hunting and other facilities like good treatment for al the diseases,
there is an influx of people in Mumbai from other parts of Maharashtra State and other
States of India, till today. Bombay gives 1/3 revenue of the whole country to GOI, this
indicates sources of business. The Secretariat, Govt. of Maharashtra State isin Mumbai.
Being connected by sea, rail, roads to the whole country, entry is made easier for the
people in Mumbai. Population explosion has become phenomenal. Paucity of good
houses, has added to the accommodation problem, therefore, slums are overcrowded,
footpath dwelling has increased. This has brought about the atmospheric congestion
and low profile of socio-economic conditions, creating a good ground for breeding of
al kinds of communicable diseases, including leprosy. Urban leprosy problem has
been recognised as a specia national problem of public health and was thoroughly
discussed at an international platform in 1974 in Mumbai under the auspices of ALH-
RRE Society and IAL.

In 1976, GLRA started 4 field projects in Bombay, namely, Bombay Leprosy Project
(BLP), Lok Seva Sangam (LSS), VDC (Vimala Dermatological Centre) and MLSM
(Maharashtra Lokhita Seva Mandal). In 1977 and 1978 two more projects - Society for
Eradication of Leprosy (SEL) and ALERT-INDIA came in to existance respectively.
Realising the importance of urban leprosy the State Government started 4 SULUs in
Bombay in 1984-85 and the MCGM enhanced the field work by giving 16 more trained
workers to A.L. Hospital for more field work in 1978-79. However, because of the
peculiar course of leprosy and ever increasing population of Mumbai city, the disease
could not be eliminated even with the advent of MDT. Since 1997, LEC, MLEC, VRC
and SAPEL types of Programmes were undertaken, yet till today elimination level could
not be achieved. Moreover, multiplicity of service providers does not give correct
information on PR.

Since July 2004, integration of leprosy services has taken place with GHC system of
MCGM. All the stakeholders are involved and with special drives and focal-surveys, it
is but natural that the hidden cases will get surfaced. This will help to a greater extent
to attain elimination level. The CBR, POD programmes will certainly help in reducing
stigma attached to the disease along with integration process. The ‘vision’ is a ‘path’
revealing document from that point of view. It will help all the concerned, in the present
transitional phase to create awareness, detect cases, treat them with MDT and target
the much awaited elimination level !

Dr.V.V. Dongre
Hon. Secretary, The Society for the Eradication of Leprosy, Mumbai.
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Chapter 1

L eprosy Elimination Strategies

1.1 Pioneers:

Leprosy is prabably the oldest documented disease in human history. In India,
Sushruta Samhitadating 600 B.C. hasgiven clinical features and treatment for

leprosy.

Chaulmoogra (Hydnocarpus) oil mentioned as ‘tuvarka oil’, taken internally
and applied externally wasthe only possible remedy. In China, it was believed
that leprosy was supposed to be caused by ‘foul” air lodged in blood vessels.
Due to incurability, leprosy got associated with ‘sin’, a concept upheld in all the
scriptures and mythologies, leading to socia stigma. This was manifested in
abnormal practices such as suicides, or isolation, presumably with the consent
or persuation by patient and hisfamily, to end the misery by drowning or cremating
or burying the patient, many times, in violation of the prevailing law. Social
segregation was|egalized in several legisative Actssuch as The Indian Lepers
Act, 1898, The Indian RailwaysAct, 1890 and the Marriage Acts of the Hindus,
Muslimsand Christians of India.

Thediscovery of penicillin raised hopes about synthetic drugs coming forth for
chemotherapy. The first sulphone drug, DDS (Diamino Diphenyl Sulphone)
was first used ininjection form during 1941 in U.S and subsequently many
leprologists used in thetablet form since 1949 in India.

Theleprosy patientsrejected by the family and community had no other option
but to go in wilderness or to take shelter in leprosy homes. The first leprosy
asylum was probably built by the Dutchin Keralanear Kochi at Pallipuramin
1728, followed by asylain AlImorain 1854 and several asylumswere established
in therest of the country until 1919. Eduljee Framjee Allblessfamily handed
over their hunting houseto a German missionary, Fr Muriento start aLeprosy
Homeat Trombay in 1885. Inturn, Fr. Murien handed over the leprosy hometo
the Society of St. Vincent de Paul who ever since arerunning thishome. Acworth
L eprosy Hospital was established in Bombay (Mumbai) in 1890. The L eprosy
Mission (TLM), an International leprosy NGO established leprosy hospital s at
Purulia, Mirg, Bilaspur, Bankura and Vizianagaram between 1888 and 1903.
Thefirst leprosy home was established by an Indian, Mr. Manchar Diwan at
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Dattapur, near Wardhain 1936.

Mahatma Gandhi who took personal interest in leprosy work included it in his
constructive programmes. In 1951, Gandhi Memorial Leprosy Foundation
(GMLF) was established at Wardha. In 1966, ‘Mission to Lepers’ (established
in 1874) was renamed as The Leprosy Mission. Earlier, Indian Council of
BELRA, aBritish leprosy agency started its Indian chapter in 1950, which was
later known as Hind Kustha Nivaran Sangh. Besides these, severa other
voluntary organi zations have helped Government of Indiato formulatethe Leprosy
Control Programmein Indiaafter independence. Late Smt. Indira Gandhi, then
Prime Minister of India extended her strong political will and support to the
leprosy programmein Indiaand included leprosy control programme among the
20-point welfare programme.

Leprosy control work at the global level was initiated by WHO at the first
World Health Assembly in 1948 by recognizing | eprosy asthesixth priority. The
first Expert Committee on Leprosy was convened in 1952 and an exclusive
leprosy unit was established at WHO, Genevain 1958. ILEP - the International
Federation of Anti-Leprosy Associations —was founded in September 1966 by
brining together 24 international agencies helping leprosy sufferers.

In 1952, the expert committee of WHO recommended the abolition of
compul sory isolation of leprosy patientsand recommended that |eprosy control
should be based on early detection and ambul atory regular treatment of patients
(H. Sansarricq et.al.: 1978, 15, Window on Leprosy)

INn 1953, UNICEF/WHO joint committee decided to includeleprosy among the
diseases for which both organizations would provide coordinated assi stance.

1.2 Research:

InIndia, thescientificwork inleprosy started in 1869 with the use of Hydnocarpus
oil for leprosy treatment at J.J. Hospital, Bombay. Besides the missionary
commitment to provide relief to leprosy sufferers, Dr. Cochrane used DDSin
tablet formin 1949. In 1950, Hind K ushta Nivaran Sangh replaced Indian Council
of BELRA and Indian Association of Leprologists was founded in 1950. In
1951, Gandhi Memoria Leprosy Foundation (GMLF) wasestablished at Wardha,
whose initiatives established National Leprosy Control Programme in the
Government Sector as Survey, Education and Treatment (SET) pattern for
leprosy control. Another prominent academic NGO, Schieffelin Leprosy
Research and Training Centre was established at Karigiri, near Vellore in
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Tamilnadu, in 1955.

The patternin the government aswell asvoluntary sector wasto have afocused
vertical programme by establishing Leprosy Control Unitsexclusively devoted
to case detection and case holding through para-medical workers supervised
by Non-medical Supervisors under the leadership of a doctor. Attempts also
began to undertake research to develop a vaccine by Dr.V.R. Khanolkar at
Mumbai and physical rehabilitation through Reconstructive surgery by Dr. Paul
Brand.

“The whole problem of leprosy is a chain of problems”

“The whole problem of leprosy is a chain of problems, small and big ones,
each linked up with the other, each with its own off-shoots and each demanding
separate and full time attention”.

“(@) Inthe early state of the disease, persons afflicted by the infectious or
non-infectious type of leprosy are not recognised by the patients
themselves and the society. These patients need to be detected and put
under treatment.

(b)  Thereare patients having devel oped minor deformitieswho arelikely to
lose their employment as the disease becomes known to the society. In
such cases, there is a problem of treating them and ensuring their
employment.

(c) There are deformed patients who have lost their jobs and who are
rejected by the society though they are not infectious. The problem is
to treat these people, correct their deformities and give them jobs.

(d) There are patients or ex-patients who have taken to beggary. These
beggar patientsareilleducating the society about leprosy, thusincreasing
the stigma attached to | eprosy. Most of these beggars are non-infectious.

(e) There does not exist any protective immunization or vaccine against
leprosy. The onslaught of the disease does not give any disturbing or
troublesome signs such as fever, body-ache, loss of appetite etc. which
are commonly known to people.”

“People do not come forward for early detection due to ignorance and fear.
They do not continue treatment for long periods, as desired, because the
progress of cure of the disease is slow and because the scientific conviction
about the curability of disease is lacking in the patient. The stigma continues
to bar the speed and seriousness of the control programme.”

Wardekar: 1964:523
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In the decade of “50s, importance of health education was recognized by the
WHO. The Expert committee on Health Education of the Public discussed the
methods and media of health education (1954). GMLF used health education
as the main tool in urban leprosy control work. It was decided to start Health
Education centres in 1959 and accordingly ten urban health education units
wereestablished by GMLF acrossthe country, during 1962-67. Thisprogramme
was evaluated by Prof. R.K. Mutatkar and has been presented in a book,
“Society and Leprosy” (1979). It brings out that people exposed to health
education accept curability but are not yet convinced about the causation of
disease, and continueto harbour prejudices against |eprosy beggars as spreading
the disease. Divorceisal so recommended, as also isolation of leprosy patients
(1979:150-51).

“The problem with leprosy is not what the disease”

The problem with leprosy is not what the disease is, but what the people
believe it to be. For control of leprosy, eradication of social stigma would
have to be the main concern of health education.

(R.K. Mutatkar: Society and Leprosy)

1.3 Guiddlines:

In the decade of *60s, more international agencies started working in India. At
WHO, on one hand, the emphasis on integrating leprosy control programmes
with public hea th serviceswas being discussed, whilethe Expert Committeein
1965 advised countries with limited resources to concentrate their efforts on
treatment, follow up of infectious cases and in surveillance of their contacts. In
1966, Guideto leprosy control published earlier by WHO in 1959, wasrevised.

The Government of Indiahad constituted three Sub-Committees of the Leprosy
Advisory Committee in 1962 and 1964, the documents of which have been
merged in one volume “Operational Guide and Guidelines of Assessment of
Leprosy Control Work in India” published in June 1969. The guidelines are
addressed to the needs of para-medical personnel who have been carrying out
the Programme due to non-availability of medical men.
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“The need for integration should not lead to precipitate action”

The Operational Guide is based on the existence and need for some period at
least of aseparate leprosy control programme. It isrecognized that the ultimate
aim should beto integrate the leprosy control into the public health servicesin
general, since leprosy is a public health problem. Eventually, it is neither
necessary nor possible to have or continue to have separate control programmes
for each individual disease. Efforts have therefore to be made for progressive
convergence and ultimate merger of the leprasy control programme with the
general health services. The changeover should however be gradual and at the
proper time. The need for integration should not lead to precipitate action
which may result in the possible loss of the advantages obtained so far. The
setting up of SET Centresisabeginning towardsintegration. At an appropriate
stage, a more direct method of complete integration, should be tried in a
selected ‘pilot area’, and then extended to other areas with the help of the
experience gained. To the extent the integration becomes operative, this guide
will becomein-operative, and with thefinal integration of leprosy control with
general health work the need for separate leprosy control centres, and
consequently of this guide will disappear. (1969)

1.4 UrbanLeprosy Control :

1.4.1 Theoperational guide: Theoperational guide visualized establishment
of urban leprosy centre and has provided guidelinesfor the functioning of such
centres. Thiskind of centre, if and when established should be located in urban
Municipal areas, and attached to aHospital or Dispensary inthearea. It will be
conducted by asenior and experienced para-medical worker under the guidance
of theMedical Officer. The main emphasis of work will be on health education,
surveyswill berestricted only to certain groups, and the treatment will be given
by Medical Officers in the Public or Municipal Dispensaries and as far as
possibleby the general practitionersin their private dispensaries. Emphasishas
beenlaid on health education, involvement of general medical practitionersand
school surveys and survey of special groups. (1969)

It is to be appreciated that the Directorate General of Health Services
Government of India had anticipated the establishment of such centres in
early’60s and provided guidelines to that effect about the logistic functioning of
such centres.
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1.4.2 Leprosy in urban areas: WHO Expert Committee on Leprosy inits
fifth report 1977, and subsequent reports has repeatedly, dwelt on the issue of
case detection in urban areas. Leprosy in urban areas poses a special public
health problem. For socioeconomic reasons, leprosy control in urban areasis
more complex than that in rural areas. Effective control work in citiesrequires
good coverage of the rural areas, otherwise treatment opportunity for leprosy
may be an added attraction for the migration of patientsinto the citiesfromthe
villages.

Leprosy control isclosdy linked with other measuresthat regul ate urban planning
and thegeneral promotion of health. A limited drug-based approach will not be
sufficient unless a community health programme with social, educationa and
administrative measures for the improvement of the areais also encouraged.
Leprosy control workers should become part of the municipal health services
and collaborate with other community-level workers, e.g. teachers, social
workers, welfare workers, and community |leaders.

The three essentials of urban control activity are: case-detection through
examination of schoolchildren and contacts of known cases and through the
examination of shanty-town communitiesespecially at risk; efficient outpatient
treatment in convenient health centres and in all treatment institutions; health
education of patients, families, teachers, social workers and members of the
medical profession.

Thereisageneral notion that leprosy isprimarily adisease of rural areas, butin
many countriesthe prevalence of leprosy isjust ashighin urban areas. Integration
of urban control activities with primary health care should receive particular
attention.

Leprosy control in urban areas poses special problems, including the high level
of sacia stigma, the mobility of the popul ation, poor compliance with treatment,
multipleregistration of patients, difficultieswith active case detection, and self-
reported cases coming from outside the urban areas. Existing control strategies,
particularly for using multidrug therapy, have therefore to be modified for urban
areas. The following initiatives are expected to improve the quality of urban
control programmes.

e Active involvement of all available facilities, urban health centres,
dispensaries and hospitals (skin clinics) in case-detection and treatment
after appropriate training of the personnel;

e Qrientation of private medical practitionersin leprosy control strategies,

12

ALERT-INDIA : VISION 2010



multidrug therapy regimens and reporting of results;
e Supply of antileprosy drugsto participating private practitioners;

e Involvement of peripheral healthworkersintheretrieva of defaultersfrom
treatment;

e Optimal use of the media to increase community awareness of leprosy
Services;

o Development of across-natification systemtotrace patients migrating within
and outside the urban ares;

e (Creation of, and publicity for, referral centres; and

e Periodic review of programme activities with the participating agencies.

1.4.3 Basic Strategy : Whilethebasic strategy for eliminating leprosy inurban
areasof al categoriesisno different fromthat inrura aress, rapidindudtrialization
and theincreasing density of migrant population in slumsare posing operational
challenges.

Coordination between government and nongovernmental organizations, aswell
as local authorities, dermatologists and general practitioners, should be
encouraged, particularly to ensure that the standard WHO MDT regimens are
implemented by all agencies and that new cases are reported.

Itisimportant that all existing health facilities, especially those providing first-
level care, beactively involved inleprosy elimination activitiesasthiswill greatly
improveaccessibility, case detection and compl etion of treatment. Full use should
be made of the potential of mass media, including television and radio, for
promoting community awareness about |eprosy, particularly in urban areas.

By and large, the Urban Leprosy Control was initiated as a health education
activity. However, the SET pattern control work in urban areas was started
only in the decade of 70s. The German Leprosy Relief Association started in
1971 a pilot project in Madras (Chennai) called Greater Madras Leprosy
Treatment and Health Education Scheme. The population was divided into three
groups. Slum population, school going children and other population, A 3tier
programme of funding was adopted.

1. Slum population to be covered by intensive house to house examination.
2. Systematic physica examination of al the school going children
3. Extensive health education of the remaining population.
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4. Thecity wasdivided into 5 zones and further divided into Control Units
managed by para-medical workers. The clinics were located at the
places provided by Madras Corporation, slum clearance Board and
other voluntary socia welfare agencies. Physiotherapy Unit, laboratory
and ashoe department were al so established. First phase of Slum survey
was completed in December 1974. School surveys unearthed sizable
number of undetected cases. Resurvey in schools took an year to
completein 1976. Around the sametime, heal thy contacts were brought
under surveillance. Orientation courses for medical practitioners,
teachers, selected groups like lawyers, nurses, services clubs, social
workers and voluntary organizations were organized. On similar lines
asin Madras, Bombay leprosy project waslaunched in October 1976,
supported by GLRA. GLRA sponsored similar projectsin several cities
including Pune, Visakhapatnam and K olkata (Cal cutta).

1.5. Urban Centresfor leprosy :

1.5.1 TheOperational Guideof the Gover nment of I ndia (1969) for an urban centre:

The need for an urban centre: In view of the growing readization of the
importance of Leprosy in the urban areas, in future a new type of leprosy
centre may be established for urban areas where the disease is prevalent. The
need for starting this type of centre is that the urban areas differ in certain
important respects from the rural areas. As urban people generally do not like
to be examined in their own homes by the para-medical workers, surveys for
case-detection are therefore not possible except in the sSlums. Social stigma of
leprosy isalso more pronounced inthese areathanin rural areas. Intowns and
citiesthere are many general practitioners, who if approached properly, will be
willing to treat leprosy patientsin their own dispensaries. The plan of leprosy
control work for urban areas has to be prepared in the context of the above
facts.

1.5.2 Theplan of work : Inthe urban Leprosy Centresthe basic principal of
detecting the cases early, and making arrangements for their treatment, will
remain the sameasinthe Leprosy Control Unit or inthe S.E.T. Centre. However,
instead of carrying out surveysfor the casefinding, and starting special leprosy
clinics for the treatment of patients, it will be necessary to achieve the two
objectives by intensive health education of the people and the medical menin
general practice and government or municipal hospitals. The purpose of the
health education should be two-fold : On the one hand, the people, as soon as
they see any suspicious signs of the disease, should seek medical opinion from
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their own family physician, or Medical Officer of the Government or Municipal
dispensary; and on other hand, the medical men should consider leprosy asone
of the severa other diseases, and treat theleprosy patientsin privateclinicsand
inpublic dispensaries.

1.5.3 Location, staff, etc. : The Urban Leprosy Centres, as the name
suggests, are to be located in Municipal towns and cities. The centre will be
attached to the Government or Municipal hospitals or Dispensary, and will be
conducted by apara-medical worker under the guidance of the Medical Officer.
In view of the type of work he has to do, and the type of people he has to deal
with, it is necessary that the para-medical workersto be posted at such centres
should be senior and experienced workers. With aview that the people should
beable to meet him, if they want to, the para-medical worker should be provided
with aroom for this office, which may be either in the hospital or at some other
convenient place.

1.5.4 Duties of the para-medical workers: The nature of duties of para-
medical workers engaged in urban centresis different from the duties of those
working in rural centres. Because of this, while the duties of para-medical
workers in general are described in section 7 along with the duties of other
personnel, the duties of para-medical workers to be engaged in urban centres
are described here. The work of the para-medical worker in urban areas will
beasfollows:

(i) Do intensiveleprosy health education in the popul ation of thetown.

(iii) Carry out surveys in schools and any other specia groups when
possible.

(iv) Arrangefor treatment of those patients who cometo hisknowledge,
either with agenerd practitioner or at the Government or Municipal
dispensary.

(V) Try to make arrangements for meeting the socia needs of the
patients and to hel p those requiring rehabilitation.

(vi) Arrangetreatment of beggars suffering fromleprosy, and persuade
them to take treatment.

(vii)  Maintain proper records of hiswork.

15
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1.5.5 Co-operation of the people: The success of work will depend on the
degree of co-operation the para-medical worker receives from the people. It
will be advantageous if alocal committee is formed to help the para-medical
worker. The para-medical worker will of course be able to approach and also
influence certain groups of the people, but there will be some otherswhom he
will find difficult to approach or influence. It will, therefore, be necessary that
the State L eprosy Officer and the Municipal Officer take stepsto introducethe
worker to such sections of the community, and help himin hisefforts of contacting
them whenever necessary. Visits and lectures delivered by some of the well
known people and members of the local committee will also help the para-
medical worker in influencing the society. With such help, the para-medical
worker should meet the groups listed below, explain to them the work he is
doing, and the type of help hewill need from them.

@) Government personnel of al departments.
(i) Leading persons of the town.

(iii) Medical men in general practice and Government or Municipal
Hospitals and Dispensaries.

One of the important functions of the Urban Leprosy Centre is to persuade
local medical men to diagnose and treat |eprosy patients along with patients
suffering from other diseases. If, therefore, they need refresher courses the
para-medical worker should request the State L eprosy Officer to organize and
conduct such courses.

1.6 Referral Centresfor Leprosy :

1.6.1 The need for areferral Centre : With increasing number of S.E.T.
and Urban Leprosy Centres the number of para-medical workers and medical
practitionersdoing leprosy diagnostic and treatment work has already increased
andislikely to considerableincrease further.

Those workers will be able to deal with avast maority of cases, but they will
come across some cases which may present difficulties in diagnosis, either
because the lesions are very early or because they ssimulate skin lesions of
other diseases. Similarly, some of the casesmay present difficultiesin treatment.
They will, therefore, need the services of a place to which they could refer
these difficult cases for opinion, advice and trestment if necessary.
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1.6.2 Existing facilitiesto be utilized : Existing facilities to be utilized: It
should, be emphasized herethat it is not visualized to have a separate referral
centreassuch but to utilizethefacilitiesavailable at Medica Colleges, Leprosy
ingtitutions, selected Control Unitsand other suitableinstitutions. It may, however,
be necessary to provide additional facilitiesat the centre selected to function as
Referral Centre. One of the important criteriafor selecting the centre should
beavailahility of theright type of aMedical Officer. Such aperson may already
be on the spot or can be easily provided. (1969)

A referral hospital wasinaugurated at GMLF Wardhain 1965 by the President
of India. A well equipped hospital was aready inoperation at SLRTC, Karigiri
which always functioned as areferral centre at least in South India. Another
important devel opment has been the promotion of National Leprosy Organization
in 1965, (NLO) abody of voluntary organizationsin leprosy, in India.

1.7 Disabilities, Rehabilitation and Social Problemsin L eprosy

The Government of Maharashtra had appointed a Committee in 1963 about
Rehabilitation of Leprosy Patients, the members of whichincluded Dr. P. Kapaoor,
specia leprosy officer, Dr. R.\V. Wardekar, Dr. S.G. Patwardhan, Shri. Baba
Amte, Dr. S.D. Gokhae and Smt. K.V. Nimkar. The committee has given the
basic concept about rehabilitation.

“In the name of rehabilitation”

The practice of starting settlements or colonies for leprosy patients under the
name of Rehabilitation Centres should be given up once and for all. It is not
rehabilitation. The committee feelsthat aslong asthis practiceisnot given up,
the fear of leprosy and stigma of leprosy will not disappear and these will
interfere with the control of leprosy.

Government Committee 1963

“Rehabilitation”

Rehabilitation should be an attempt to keep in or send back the patient to his
own normal environment. Attempts to give work and shelter for patientsin a
secluded environment, however, worthy, result in strengthening prejudice
against Leprosy.

Government Committee 1963
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“Dehabilitation”

“Dehabilitation” is the process and the state of devaluation leading to the
individual not being able to be a fully participatory member of society.
Rehabilitation means reversing this process, and restoring a person’s social
identity by re-possession of his or her normal roles and functions in society.

WHO 1998

The WHO Study Group revised the obj ectives of leprosy control to add prevention
of associated deformities and the definition of the case of leprosy to include
those who needed assistance dueto disabilities.

1.7.1 Strategies for prevention and management of disabilities :

Diagnosis of the disease at an early enough stage, adequate treatment of cases,
and effective detection and management of neuritis and reactive phenomena
constitutethe best strategy for primary prevention of impairment. Evenin patients
who present with permanent sensory loss or other disabilities and in whom
impai rments and disabilities have occurred during treatment, further deterioration
can and should be prevented by proper instruction regarding protection of
insensitive extremitiesand by monitoring the patients. The necessary techniques
exist but too few leprosy control programmes are structured to carry out the
tasksthat areinvolved in disability prevention. Theexpert committeerecommends
that prevention and management of impairments and disabilities, which have
long been recogni zed as essential components of |eprasy control programmes,
should beimplemented effectively.

1.7.2 Managerial stepsfor disability prevention : Six specific managerial
stepsarerecommended for the practical implementation of disability prevention
and management at the peripheral level.

1. Theteamleader, normally aphysician, acceptsresponsibility for prevention
of primary and secondary impairments and disability as part of hisor her
responsibility for patient care.

2. Specific, limited, measurable objectives are set for preventing and limiting
disability, and activity plans based on these objectivesare formul ated.

3. Impairment and disability records are included in the clinical recording
systems.

4. Arrangements are madefor the provision of protective footwear and other
aids.
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5. Patients are instructed in self-care and in behavior designed to prevent
further disability.

6. Staff aretrained toimplement the disability prevention programme, to teach
patients self-care and to monitor and support the practice of self-care by
patients. (WHO: 1988)

“Deformity is not an inevitable part of leprosy”

Fifth and Sixth Report of the Expert Committee “It cannot be stressed too
strongly that deformity is not an inevitable or necessary part of leprosy... In
awell conducted leprosy control programme, almost no leprosy patients on
first diagnosiswill be suffering from some deformity attributabl e to neglected
disease” (1977 & 1988)

“Peoples’ Participation”

All control programmes and tool development programmes should aim at
reducing deformities to break the association of leprosy with deformity and
social death which is the root of social stigma. Stigma and fear hinder people’s
participation in control activities.

Pontifical Academy of Sciences, 1984

“Social Science Research”

The gap between “what the disease is” and “what people believe it to be”
needs to be understood by social scientists, medical anthropologists and
sociologists, educational psychologists, management and communication
experts. Social science research should be encouraged to find better tools for
health education and attitudinal changes.

Pontifical Academy of Sciences, 1984

1.8 Social problemsin leprosy

1.8.1 Stigmaof leprosy : The importance of social and structural factorsin
leprosy control, and the serious and sometimes catastrophic impact of these
factorsonindividual leprosy patientsarenow generally recognized.

Atonetime, in effortsto prevent the spread of disease, patientswere commonly
isolated and relatively little attention was paid to their social problems. Infact,
the practice of compulsory isolation hel ped perpetuate the stigmaof leprosy in
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many countries. Since chemotherapy and domiciliary care have become the
accepted methods of leprosy control, it isbeing increasingly recognized that the
customs, culture, social attitudes and restrictive laws that still exist in some
countries have a great impact on leprosy control activities as well as on the
social and economic well being of the patients.

1.8.2 Social and economic research : Priority needsin the area of social
and economic research include studies directed towards assessing the social
costs of leprosy, improving awareness of leprosy, enhancing compliance with
treatment, increasing family and community support for leprosy patients, and
improving the motivation of health providerstowards|eprosy. Therole of such
research inimproving the utilization of available health technology for leprosy
control should not be underestimated. However, it isimportant to ensure that
theresearch ismultidisciplinary and goal-oriented. It should be recognized that,
although most of the results are site- or culture specific, they can provide an
insight into issues of wider significance.

With the devel opment of social science theory and methodol ogy, social aspects
should include besides social and economic, cultural, religious, management
and communication aspects. Since leprosy afflicts humans and is transmitted
by humans amongst each other, understanding life styles of people such as
mating patterns of endogamy and exogamy, food habits, rules permitting physical
proximity and group interaction becomes relevant for understanding factors
favouring transmission of the disease.

Poverty and health consciousness are usually found in inverse ratio. For the
poor, health disorganization is yet another area of disorganizationin life. Itis
thus neglected until it threatens their basic social and economic securities. In
leprosy, this happenswith the onset of deformitiesand it istoo late. So people
resign themselves to their fate adopting lower levels of aspirationsin life and
the psychology of defeat.

1.9 Roleof NGOsand other contributing agencies

It is important to accept the principle that health care of the people is the
prerogative of the people themselves and the responsibility of national
governmentsastheir representatives. Therole of external NGOs should therefore
be to support the efforts of national governments and national NGOs.

Themainrole of national NGOsisto advocate | eprosy control activitiesandto
promote community participationinthe nationa control programmes. Because
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of their flexibility, NGOsare uniquely placed to experiment with novel solutions
to problems which, if successful, could later be incorporated into government
programmes.

1.10 Definition of a caseof leprosy :

At present, |eprosy patients needing or undergoing treatment, those who have
compl eted multidrug therapy and require or are under surveillance, aswell as
those with deformities and disabilities resulting from leprosy in the past and
needing care, are grouped together as “cases of leprosy”. Lack of distinction
between these categories continues to be a source of error in computing and
comparing prevalenceand other statistics necessary for planning and organizing
leprosy control programmes.

A*case of leprosy” is a person showing clinical signs of leprosy, with or without
bacteriological confirmation of thediagnosis, and requiring chemotherapy. Itis
recommended that thisdefinition beadopted by all countries so that information
on prevalence can be meaningfully interpreted. It is also recommended that
separate lists of the other two categories (patients who have completed their
treatment but require, or are under, surveillance, and thosewho havedeformities
and disabilities dueto past leprosy) be maintained.

For operationa purposes, those who have or have had leprosy will therefore
fall into one of the following three categories.
1. Those requiring or receiving chemotherapy;

2. Those who have completed chemotherapy and require, or are under
surveillance; and

3. Thosereleased from surveillance but in need of care or assistance because
of disabilities.

A fourth category of individuals, who need not be maintained in any register or
list, are those released from survelllance and not in need of further attention.

Prevalence of leprosy should be computed on the basis of thefirst category of
patients. (WHO: 1988)
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1.10.1 Objectives of leprosy control

The objectives of leprosy control are threefold:

1. tointerrupt transmission of the infection, thereby reducing the incidence of
disease so that it no longer constitutes a public health problem;

2. totreat patientsin order to achieve their cure and where possible, complete
rehabilitation;

3. to prevent the development of associated deformities.

1.11 Integration of antilepraosy activitieswithin general health services

1.11.1 Approaches to eliminate the disease
There are at least two major approaches of eliminating the disease:

e A vertical programme, i.e. the exclusive undertaking of al the activities
against the disease down to the community level in specialized setting.

e Anintegrated programme, in whichthe elimination activitiesare conducted
mostly in multi purpose settings by health workerswithin the general health
service.

Nonetheless, integration does not mean that specialized components are
completely abolished; infact, they will alwaysexist intheintegrated programme
at the national level, may also beavailable at theintermediate level or eventhe
district level, and they play avital role in the coordination, planning, technical
support and monitoring of the programme.

1.11.2 Fully integrated programmes : Consequently, fully integrated
programmes would be more appropriate to strengthen leprosy elimination
activitiesrather than vertical programmes. Thekey issueishow to improvethe
performance on integrated programmes.

Thismay bedoneby :

e Informingthe community about the main features of leprosy, the curability
of the disease and the availability of free treatment, and improving the
community’s participation in case finding, ensuring that patients complete
their treatment and the delivery of MDT drugs.

e Improving capacity buildingwithin general health services. In order to ensure
the basic quality of diagnosis, classification, treatment, recording and
reporting, thetraining of genera health workersat different level sisneeded.
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In general, the number of workersto betrained issignificantly greater than
invertical programmes, but thereisno need to train all staff. The training
course must be concise and task oriented, and it should be as short as
possible.

e Ensuringregular supervision and technical support by workersfrom higher
levels of the general health service and by specialized leprosy workers.

e Ensuringtheavailability of adequate referral services.

1.11.3 Leprosy control through primary health care : Inamost all countries
where leprosy is endemic, leprosy control activities were started as vertical
programmes. Over the past decade the specialized, vertical services have been
increasingly integrated into the general health services, most commonly by
progressivetransfer of direct responsibility for leprosy control activitiesto the
general health service staff.

Therationalefor thispolicy isthat optimal health care, including that for |eprosy
patients, should consist of comprehensive, continuousand integrated care, which
isbest delivered through multipurpose, decentralized health services. Integration
also ensures the widest possible coverage of patientsfor leprosy control.

Integration of leprosy control into the primary health care system does not
imply that all specialized elements should disappear from the health services.
Indeed, in many countries where integration has been implemented, elements
such as technical supervision, referral of patients, drug supply and financing
have necessarily remained specialized.

“Involvement of General Health Workers”

In order to improve case detection, MDT coverage and compl etion of treatment,
a key strategy for elimination is to involve general health workers and
community health volunteers in leprosy elimination tasks down to the village
level.

WHO 1998
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Chapter 2

ALERT-INDIA - AsaPartner
in Leprosy Elimination

2.1 TheGlobal Leprosy Scene

When MDT wasintroduced in the 1980s, leprosy was prevalent in 122 countries
inAsia, Africa, Americaand Europe. Therewere morethan 12 million leprosy
casesintheworld. In 1982, WHO adopted MDT and implemented it globally.
This focused on early case detection, thereby changing the negative image of
leprosy. In collaboration with governments and voluntary organisations, WHO
has reduced the prevalence rate. The success of MDT led the World Health
Assembly in 1991 to commit to thegoal of reducing the prevalence of leprosy in
al countriesto alevel of lessthan one case per ten thousand of population by
AD 2000. In May 2001, WHO proudly claimed to have achieved this target
globaly.

Major achievements at the beginning of 1999 at the global level were

e Tenmillionleprosy patients cured

e Prevaence of leprosy reduced by 85%

e Thenumber of countrieswhereleprosy isapublic health problem came
down from 122 to 24.

e Relapse casesare only 0.1% ayear; hence negligible from the public
health point of view

e Resistanceto MDT has not been reported.

By end-2000, twenty-four countries could still not reach the target, asthe new
case detection rate was high and therefore the prevalence rate was high. They
weremostly third-world countries, from Africaand south-east Asiaand acouple
from the Americas and one from the Western Pecific. The elimination target
for these countrieswas extended to 2005. Thesituationin Asia, with over five
million cases, was a matter of serious concern.

However, MDT had brought about significant changes — and many countries
achieved the elimination target except India, Nepal, Indonesia and Myanmar,
which could not reach thetarget. Although countrieslike Bhutan, Bangladesh,
Maldives, SriLankaand Thailand touched the target nationally, they needed to
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work onit sub-nationally. Despiteall thisprogress, today 78% of global cases
arein Asia, of which 61% arein India. Greater emphasis is being given to
countrieswhich still have not achieved the elimination level (1 per 10,000) at
both national and sub-national levels. The strategy now focuses on community
involvement and awareness building.

2.2 India’s Fight Against Leprosy

In India, the National Leprosy Control Programme (NLCP) was launched in
1955. Dapsonewasthe only satisfactory drug then available. Thoughit proved
effective, much progress could not be made mainly because of lack of patient
compliance, lengthy and prolonged treatment, and too many relapses as drug
resistance developed. 1n 1981, about four million peoplein Indiawere affected
by leprosy and the prevalence rate (PR) was 57 per 10,000. This constituted
amost 60% of global cases. At that time, leprosy was highly prevalent in
TamilNadu, Andhra Pradesh, Pondicherry, in South and Orissain East. These
states had a PR of more than 100/ 10,000. The turning point came with the
advent of a combination of powerful drugs in the form of multi-drug therapy
(MDT). Followingthis, since 1982-83, Indiahas adopted the MDT programme
under the National Leprosy Eradication Programme (NLEP). MDT wasinitially
introduced in all leprosy endemic districts and gradually extended to the entire
country in aphased manner. Indiapartnered WHO in 1991 to meet the leprosy
elimination target of 1 per 10,000 by 2000 at the national level.

Leprosy work in India has a long history and the Government of India in
collaboration with several international |eprosy relief agenciesand many local
voluntary organizations have obtained remarkableresults. InIndia, about 290
NGOs have been working in this field for many years; of them, 54 receive
grant-in-aid from the Government for work onthe SET (Survey, Education and
Treatment) pattern.

Major achievementsin 2000 at the national level were
e Prevalenceratedeclined from57 per 10,000 in 1981 to 5.2 per 10,000.
e A4 million new leprosy patients were detected and cured with MDT.
e Visibledeformitieswerereduced from8-12%in 198110 3.12%in 2003.

e Eliminationlevelshave already been achievedin 13 states (Nagaland,
Haryana, Punjab, Mizoram, Tripura, Himachal Pradesh, Sikkim, J&K,
Rajasthan, Manipur, Assam and Kerala).
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Despite these achievements, Indiacould not reach the elimination target (1 per
10,000) at the national level, as there was no appreciable decline in the new
case detection rate (NCDR). At present, the problem had shifted from the
south to the northern and eastern states (Bihar, Orissa, Madhya Pradesh, West
Bengal, Uttar Pradesh, Jharkhand, Chhattisgarh and Uttaranchal), which have
a high prevalence rate. These states contribute about 64% of the country’s
casel oad.

Hence, the Government of India adopted a phase-wise elimination campaign
programme throughout the country. The focus continues to be detecting new
cases and public awareness. The programmeis carried out in rural and urban
areaswith theinvolvement of NGOs. The government also proposed integrating
leprosy serviceswith thegeneral public health system, especially inrural areas.

2.3 TheLeprosy Situation in Mumbai

Mumbai isamegapolis, covering about 600 sg. km. with a population of 11.5
million (2001 census) - adensity of 16,432 people per sg. km. Over 65% livein
the eastern and western suburbs and over 50% in slums and tenements. The
NL EPisbeingimplemented through the Mumbai District Leprosy Society. The
state government, NGOs and the MCGM are the three partners involved in
leprosy dimination.

The city’s 24 municipal districts (wards) are divided among seven voluntary
organisations, four government-run unitsand one municipal organisation. About
65% of the areais covered by voluntary organisations, which also work in self-
settled leprosy colonies. There are five magjor leprosy settlements, namely
PushpaVihar Colony in Dahisar, DattaNagar Colony in Trombay, Sanjay Gandhi
Colony in Sion-Chunabhatti and Bharat Mata Colony inWadala. Kopri Colony
on the Mulund-Thane border is also one among the smaller settlements.

In 1991, the prevalence rate was about 12.2 per 10,000. Thiswas reduced to
2.02in 2000, following the successful implementation of MDT. Themain credit
for this goes to early detection and a reduction in the duration of treatment.
The practising dermatologistsadminister MDT in private clinics and these cases
do not show on theregister of known cases. However, despite this significant
fall in overall prevalence, there isasteady occurrence of new casesin the city,
especially inslums. New cases arise partly because of the movement of people
into the city from endemic states and from rural Maharashtra. Another cause
for the rise in new cases is the extreme overcrowding and poor hygienic
conditionspersistingin all theslums.
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In 1999-2000, 14% of the newly registered cases were found to be skin-smear
positive (infectious), mainly among slum dwellers, leprosy coloniesand people
residing on pavements and tenements. The leprosy problem is greater in the
suburbs which have a preponderance of slums (4.5 per 10,000) than in the city
area, which has fewer slums (2.6 per 10,000).

2.4. ALERT-INDIA - An Overview

2.4.1 Origin : During 1976-77, Mr A. Antony Samy, the present Chief
Executive of ALERT-INDIA, visited aleprosy colony at Chunnabhatti for field
work as a part of his Master’s Programme in Social Welfare Administration at
theTatalnstitute of Social Sciences(TISS) in Mumbai. After seeing the plight
of leprosy patientswho had devel oped various grades of disabilities beforethey
were detected and treated. He realised the need for initiating community-
based leprasy control work, which would aim at detecting leprosy patientsat an
early stage and treated before they become visibly disabled. The Lok Seva
Sangam, aNGO, which wasengagedin leprosy relief work in this Chunabhatti
colony, offered himamost challenging task of implementing acommunity based
leprosy programme in L Ward - Kurla, Mumbai. After gaining ground
experience, he established an NGO called ALERT-INDIA tofulfil hisvisionto
servetheleprosy afflicted peoplein the uncovered areas of thecity. Withthese
objectives, ALERT-INDIA was formed under the Chairmanship of the late
Prof. N. G Joshi on 11* October 1978 at R. M. Bhatt High School Hall, Parel,
Mumbai.

TheAssociation for Leprosy Education, Rehabilitation and Treatment (ALERT)-
India, aregistered, secular, voluntary organization, was born, with the dream of
eradicating leprosy. A full-fledged leprosy control programmewas launchedin
1981intheN, Sand T Wardsof Mumbai covering apopulation of approximately
11 lakhs, with the primary objective of creating awareness through education
campaigns.

To achieve the ultimate goal of leprosy eradication, it was necessary for the
teamto operate on different level sdepending on the meagre resources available.
Uncertainty and flagging spirits did not shatter the determination of |eprosy
workers, who kept all the hurdlesat bay by their concerted effort and optimism.
Undauntedly, the team kept knocking on doors and initiated a variety of fund-
raising programmes. Through the dusk of dark years, new developments took
place gradually and the dawn of bright years have brought great hope and
renewed strength to continue efforts to eradicate leprosy.
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2.4.2 Objectives : ALERT-INDIA has been progressing with set objectives
to be achieved in phased manner.

e Todetect al infectious cases of leprosy in the community and reach
thegoal of total case detection by house-to-house surveys of theentire
population asal so examination of school children andindustrial workers.
Alsoto establish asurveillance and follow-up network of all detected
cases and their contacts.

e Totreat and cureal new leprosy-affected personswithout segregation,
within the milieu of the community.

e Tocreateleprosy consciousness among all sections of the community
through intensive heal th-education programmes.

e Towork ardently towardstotal prevention of dehabilitation and promote
socio-psychological and economic rehabilitation of leprosy affected
personsinthe milieu of their own family and community.

e To undertake and promote study as well as research in leprosy and
related sciences.

From 1988, ALERT has expanded itsrole beyond leprosy control and included
other major public health problemslike TB withinitsrangeof activities. Regular
campaignsand promotionsare held at the community level through community
health volunteers (CHVs) for greater impact, especialy on reproductive and
child health aswell asin AIDS prevention programmes.

ALERT-INDIA has a so implemented acommunity-based tubercul osis control
programme under the National Tuberculosis Control Programme (NTCP) in
collaboration with the Navi Mumbai Municipal Corporation (NMMC) from
November 1998 to December 2000. Thisresulted in curing 1676 TB patients.
Subsequent collobaration in RNTCPfrom January 2001 to July 2004 resulted in
curing 1591 TB patients.

It has trained many CHV's to impart information related to reproductive and
child health and held several promation campai gns among slum communities.
ALERT hassuccessfully conducted several campaignsin liver and liver-related
disorders, body literacy, etc, with special emphasis on health issuesrelating to
women.
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2.4.3 Area of Operation and Target Population

ALERT-INDIA works in the N, S and T Wards (the north-eastern suburbs:
Vidyavihar, Ghatkopar, Vikhroli, Kanjurmarg, Bhandup and Mulund) with a
population of 16 lakh. The target population livesin slums, chawls and |ow-
income group housing colonies. In addition, it also has another major urban
leprosy control project in Navi Mumbai. Work isundertaken in fivetownships
(Vashi-Turbhe, Nerul, CBD Belapur, Airoli and K oper Khairane) alongwith 44
villageswith an approximate population of 91akh. Inal, ALERT-INDIA covers
apopulation of over 25,00,000.

244  Achievements

ALERT-INDIA iscommitted to controlling and eradicating leprosy by identifying
early cases, treating them and enlightening the public. In the past 26 years, it
has cured 21,414 leprosy sufferers as of June 2004. The majority of the cases
were detected in the early stages and hence were not socially known as|eprosy
patients. Among these, 30% are children and only 5% have disabilities or
deformities. The prevalence rate in slum communities was 11 to 15 cases per
1,000. when ALERT-INDIA’s work began. Annually, it continues to detect
800 to 1,000 cases.

Case cured with MDT

Sr.No Details Total
1 Casescured till 2003 21,414
2 Cases under treatment till 2003 472
3 Casesunder surveillancetill 2003 1,810
4 Deformed cases under care 475
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Graph No. 1
Population growthintheN, Sand T Wards of Mumbai from 1981 to 2003 and

Since 1981, the population at the N, S and T Wards has increased by 40%,
whereas the population of Navi Mumbai has grown by more than five times
since 1989. In spite of the population growth, both these areas have recorded
agradual decrease in the new case detection rate.

Early detection and prompt treatment of |eprosy patients are the only meansto
eliminate leprosy. To achieve this, ALERT-INDIA had conducted several new
case detection campaigns by consistently engaging young men and women
who were specially trained as leprosy technicians. They not only undertake
community and school level case detection (survey) work but also follow up
with the patient at thefamily / community level and establishavital link between
the patient and the doctor at the clinic. The planning and implementation of
community-level programmes are de-centralised to provide greater efficiency
at the zonal level in the project areas. From the disease control point of view,
greater emphasiswasgivento early detection of smear positive cases (infectious),
as they are the sources for the spread of the disease in the community.
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Graph No.2

Year-wise popul ation examined in slums and schools of theN, S, and T Wards
of Mumbai from 1981 to 2003 and inthe Navi Mumbai townshipsfrom 1989to
2003.
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Year by year, a higher popul ation was surveyed.

Graph No. 3

Year-wise new case detection rate (NCDR/ 10,000) among the slum population
examined from the N, S, and T Wards from 1981 to 2003 and in the Navi
Mumbai townshipsfrom 1989 to 2003.

60

40

20 4

The NCDR isfalling year after year after initial peaks (showing accumulated
figures), but remains more or less constant since 1996.
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Graph No. 4

Year-wise new case detection rate (NCDR/ 10,000) among children examined
inschoolsintheN, S, and T Wards of Mumbai from 1981 to 2003 and in Navi
Mumbai townshipsfrom 1989 to 2003.
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The NCDR among school children waxes and wanes, depending upon rates of
activities

Graph No. 5

Year-wise new case detection rate (NCDR/ 10,000) among family members
examined of detected new cases from the N, Sand T Wards of Mumbai from
1981 t0 2003 and in Navi Mumbai townshipsfrom 1989 to 2003.
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This graph indicates the importance of family contacts’ survey, where new
cases surface.
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Graph No. 6
Year-wise new cases detected by all modes from the N, S and T Wards of
Mumbai from 1981 to 2003 and in Navi Mumbai townshipsfrom 1989 to 2003.
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The graph indicates gradual fall in new cases detection due to sustained
educational campaigns and active case detection and surveillance activities.

Graph No. 7

Year-wise proportion of new cases detected through active and passive modes
of case detection in the N, S and T Wards from 1981 to 2003 and in Navi
Mumbai townshipsfrom 1989 to 2003
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Over a period of time, passive surveys appear highly effective — in terms of
cost and energy spent.

Regular multifaceted community-based |eprosy education campaigns resulted
in an increase in voluntary reporting and referral. (45% to 55% of new cases
reported voluntarily or came through referrals from health-care workers or by
CBOs involved in the campaign areas).

Graph No. 8
Year-wise proportion of child cases among new cases detected inthe N, Sand
T Wardsfrom 1981 to 2003 and in Navi Mumbai townshipsfrom 1989 to 2003
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The proportion of child cases remains more or less the same even though the
NCDR and PR show a decline.

Graph No. 9

Year-wise proportion of deformed and smear positive cases among new cases
detected in the N, S and T Wards from 1981 to 2003 and in Navi Mumbai
townshipsfrom 1989 to 2003
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There is an upward trend in smear positive patients and grade Il deformity
patients.

Graph No. 10

Year-wise new case detection rate and prevalence rate / 10,000 population in
theN, Sand T Wardsfrom 1981 to 2003 and in Navi Mumbai townships from
1989t0 2003
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The NCDR in the N, S and T Wards has been static for the past few years;
since 2000 a gradual decrease has been observed in Navi Mumbai. The
prevalence has also been gradually decreasing inthe N, Sand T Wardsand in
Navi Mumbai.

245 Spectrum of Activities
e Beforeintegration, till July 2004, ALERT-India managed 27 free
treatment centresin Mumbai and Navi Mumbai

e Successfully treated and cured more than 21,414 caseswithMDT

e Reduced the prevalence rate of leprosy from 11-15 per 1,000 in
1981 in the slum areas covered to 3 per 10,000 today

e Conducted s um, community and school surveysthrough specially
trained leprosy technicians, as also follow-upswith patients at the

35

ALERT-INDIA : VISION 2010



family/ community level

Creating awareness and dispelling wrong beliefs about the disease,
through dide-shows, films, albumtalks, exhibitionsand video shows
were a consistent part of all anti-leprosy campaigns in the
community

Placing emphasis on early detection to prevent deformities and to
cure the disease without deformity

Physiotherapy services were organised to correct any visible
deformity and help patientswith mild or severe deformitiestolead
ameaningful life.

Establishing an aids and appliances unit at the Acworth Municipal
Leprosy Hospital, Wadala, Mumbai, to provide special protective
footwear of micro-cellular rubber (MCR) for people with foot
problems due to leprosy. This unit also produces pre-fabricated
splintsto prevent and correct hand deformities.

Leprosy isclosaly linked with poverty and typically affectsyoung
peopleand children, particularly the poorest of the poor. Thedisease
isclearly inretreat, yet problems remain. While ALERT-Indiais
concerned about the welfare of leprosy-affected persons and their
dependent children, emphasis was given towards the formal
education of the children to promote self-reliancein future.

Since 1993, AL ERT-Indiahas been providing education sponsorship
to children affected by leprosy and also to children of leprosy-
affected persons.

L eprosy-affected peopl e require acomprehensive approach to enjoy
equal rightsintheeconomic, social and cultural spheres. Thedisease
morbidity and disability in leprosy-affected personsimpose severe
economic hardship. Thereisaneed to enhancethe socio-economic
status of poor leprosy-affected people.

At every juncture, ALERT-Indiawas quick to grasp opportunities
to help those deprived of benefits and eager to take advantage of
schemes available elsewhere. Realizing the need, ALERT-India
initiated aspecial schemeand supported several poor peopl e affected
by leprosy or their families. It also provided guidance to these
people at all stages of the processinvolved in income-generation.
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2.4.6 Prevention of Disabilities : Leprosy and its disabilities are visibly
still with us though on areduced scale. Also, it carries with it a severe socia
stigma, compounding the pain and suffering that those affected by the disease
already have to live with. Some cases continue to be detected only at a late
stage after irreversible disabilities have set in. Simple testing of sensory and
motor loss makes it possible to detect more cases at an early stage when a
complete cureispossible. Disability could easily be prevented by early detection
of nerve-function impairment.

Prompt access to effective treatment to prevent disabilitiesis one of ALERT-
India’s major strategies to lower the disability burden in the community.
Experienced doctors manning ALERT-India’s treatment centres routinely
examineall leprosy patientsand treat those who might devel op new disabilities,
with appropriate treatment. About 5% to 7% of the patients were detected
with visible disabilities and deformities. All of them are given physiotherapy
and taught self-careto correct early disabilities/ deformitiesand prevent further
deterioration of existing deformities.

2.4.7 Aids and Appliances — Footwear and Splint Unit : In 2002, ALERT-
Indiaestablished an aidsand appliancesunit on the premises of Acworth Leprosy
Hospital, Wadala. Thisunit produces special protective footwear made of micro-
cellular rubber (MCR) for those with foot problems due to leprosy or from
other causes. This protective footwear with MCR insoles is “‘made to order’
on a ‘no-loss, no-profit’ basis. It is ideal for feet with sensory loss and is
availablein different model sto patients. Since 2001, ALERT-Indiahas produced
and supplied over 6,600 pairs of MCR footwear to leprosy patients at subsidized
rates. Beneficiariesincludeleprosy patientsreferred from other leprosy agencies
run by NGOs, the BMC and the government of Maharashtra as well as
dermatologists. This unit also produces pre-fabricated splints to prevent and
correct hand deformities due to leprosy and other peripheral neuropathies.

2.4.8 Economic Assistance : Rehabilitation is an integral part of our
treatment programme so that leprosy-affected persons are not socio-
economically displaced. Since 1998, ALERT-India in collaboration with
SREDHA (Society for the Rehabilitation of the Disabled and Handicapped)
has been providing rehabilitative and educational empowerment programmes
to affected personsin Mumbai and its suburbs. Financial assi stance wasprovided
to affected persong familiesto start any kind of income generating activity or
to hygienically improvetheir residencesby carrying out necessary repairsor to
acquire needed skills to raise their economic status in society. Educational
assistancewas al o provided to school-going children of |eprosy-affected families
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in the form of sponsorship. Further financial assistance to needy studentsis
givenfromtimeto timeto overcome crisissituations. Aged sponsorship scheme
takes care of the needs of the aged, and helpless leprosy patients were also
provided with hel p to meet urgent needssuch asmedical treatment, hospitalisation
or even death in the family. In addition to these, workshop-based training in
tradeslikefret-work and screen-printing and continuous employment to selected
leprosy patients were also offered.

2.4.9 Rehabilitation : ALERT - INDIAhas provided rehabilitation services
benefiting leprosy affected persons and families from August 1998 to March
2001.

e Financial assistance to start self-employment or for income-
generating activities, and to repair houses/ rooms, work premises,
etc.

e Financial assistance for emergencies. medical treatment,
hospitalization/ death in the family, etc., and an old-age
sponsorship scheme

e Workshop-based training-cum-production unit and trai ning-cum-
employment

e From February 1999 AL ERT-India has been running a balwadi
in Dattadham L eprosy Colony, Pachubunder, Vasai.

e From August 1998 to March 2001, educational assistance to 43
studentswho are pursuing professional or technical courses (studies)
was offered under this programme.

e (CHILD SPONSORSHIP: ALERT-INDIA has aso been directly
supporting the cost of education of leprosy patients’ children or
children with leprosy since 1993. 257 children benefit from this
programme at any given point of time. These children are carefully
selected by leprosy workers based on the family’s economic
background.

24.10 Health education and awareness campaigns : An ambitious
leprosy education campaign was launched by ALERT-India in 1999. This
includesthe use of the mass media and health personnel. By portraying leprosy
asjust another disease, the campaign hel ped motivate people with suspicious
signsof leprosy to comeforward for early diagnosisand free treatment avail able
at all the ALERT INDIA’s treatment centres. This strategy recognized the
importance of stepping up public health education campaigns to reduce the
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stigma of leprosy, spread the word that it is now just like any other curable
disease. Thisencourages awarenessregarding thefirst signsof leprosy and the
fact that treatment iswidely availablein the areas adopted by ALERT-India. It
is assumed that these campaigns have resulted in voluntary reporting of cases
a an early stage.

The Health Education programmes of ALERT- Indiaaways made use of AVs
and multimediavery effectively. Slide shows, pictorial albums, exhibitionsand
video showswere conducted for school or college students or community groups.
At all programmes very many brochures on facts about leprosy and the MDT
treatment centres were distributed.

In addition to the above regular programmes, extensive and varied media-level
programmes and publicity was organized to reach out to the general public
during the anti-leprosy week.

2411 Partnership in Leprosy Elimination : When ALERT-India began
25 years ago, leprosy eradication was only adistant dream. Leprosy wasthen
considered a dreaded disease and afflicted patients were |looked down upon
and treated as outcasts. ALERT-Indiafelt the pressing need to educate people
about leprosy and thus shatter some of the myths surrounding the disease.
With the aid of modern drugs and an intensive education programme, ALERT
has successfully treated and cured over 27,000 leprosy patients till date. The
distant dream isthus becoming atangiblereality.

TheWorld Health Organi sation (WHO) has set asdeadlineend- -2005 to eliminate
leprosy in al developing countries. In India, though leprosy is no longer the
terror it once was, new cases are being continually identified.

It is heartening to note that our efforts over the years have borne fruit. More
and more peopl e are now becoming aware of the disease and | eprosy-afflicted
patients are dowly being accepted back into society. All of thiswould not have
been possible without the dedicated efforts of our team of doctors, paramedics
and volunteers.

24.12 Challengesfor the Future : Asaresult of MDT, the prevalence
rate hasdramatically fallen over the past ten years. However, prevalenceisno
longer a useful indicator. The reported prevalence excludes those who have
not been registered for treatment and those treated by private practitioners. To
determine progress in elimination we need to know the incidence of leprosy
cases. Detected new cases reflect the incidence of leprosy, i.e., the cases
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detected over the past year include patients who had been struck by the disease
many years ago. Hence, importance needs to be given to new case detection
rate over the prevalence rate within the city, region and country.

Leprosy diminationin ametropolislike Mumbai can be achieved only whenwe
can identify all high-risk areas where skin-smear positive cases appear. This
requires continuous efforts to survey all new slums and the fresh populations
especially in slums. In the period of integration, the SET (survey, education
treatment) vertical pattern hasbeen officially givenup. MDT ismadeaccessible
to patientsin all public health facilities. We need to evolve newer strategies.
That will take us closer to the elimination target of less than one case per
10,000 popul ation.

It isalsoimportant to concentrate on the growing satellitetownsin and around
metropolitan citiesand on new industrieswhere al arge concentration of labour
has migrated from various states in India. This could be better achieved by
involving the public health personnel, community level groupsand volunteersin
efforts to identify new cases. This also calls for continuing education and
campaigns at the community level.

Integration of leprosy with public health servicesisnot thefinal solution. Specia
strategies are still required to detect new cases. Adequate and prompt multi-
drug therapy to al known cases should be promoted. Specialised leprosy services
and care at the district and regional levels need to be established to cater to
patientswith disabilities and deformities.
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Chapter 3

Lessons from ALERT — INDIA’s
Community Health Experience

3.1 Community Education Unit (C.E.U.)

In 1993, ALERT-INDIA team had decided to expand its role beyond leprosy
control in N, S & T wards (the leprosy control project area since 1981). The
decisionwasto play acatalyst roleand bring to the foreimportant health issues,
in addition to leprosy survey, education and treatment. Hencethe team decided
totake up campaigns onissues of public health concern and take up promotion
activitiesat the community level through Community Health Workers (CHWS)
attached to Health Posts of GBMC, for greater impact and reach.

Since ALERT was working in the N, S, T wards of Mumbai Municipal
Corporation, it was aware of the health post role anditsfunctioninginthe area.
Health Posts (the Community Outreach Programme of the Corporation) had
great potential and possibilities to reach out to people in the slums. The
Corporation authoritiesextended full co-operation and support to this programme
involving the CHWswho are women volunteers derived from the local slums.

3.1.1 ALERT INDIA’s Community Education Unit and work with
CHWSs : Training and helping CHWs was identified as a direct means of
helping people to get access to knowledge and information to improve their
health and living conditions. ALERT had started with the general objectiveto
sensitize CHWS to become a catalyst of community’s health care promotion
through a systematic process of awareness creation and education (as they
fulfil their job requirements as CHWsin the Heal th Post Community Outreach
Programmes). In short, the unit plays an effective, meaningful supportive and
promotiveroleto all the public health programmes and other specia campaigns.
Thisisaimed to be achieved through skill and knowledge development of the
CHWsin particular and local groups of women in slum communities, ingeneral.

3.2 Specific Objectives

In the light of the above and other felt needs of the slum communities, the
CEU’s specific objectives were aimed :
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To promote educational activitiesrelated to health, education, environment and
gender justice among community groups that can bring the positive changein
the slum community and help the community groups to assert their right — through
participatory training and community level education campaigns.

1) Toassist CHWSto enhancetheir skillsand knowledgetoimprovetheir
interactions with other women in the community, in fulfilment of the
outreach programmetasks entrusted with them under the public health
programme.

2) Tohdp, understand and probeintomedical, lega andtraditional systems
and practices that affect women in the present socio-economic and
cultural context and take stepsto counter/ater themin their favour.

3) To encourage and facilitate individual and collective action by slum
women through their own independent forums/organi sations.

3.2.1 TheApproach : Keepingwiththe focus of the above objectives, CEU
had devised a series of training workshops and campaigns for CHWs. Theses
training’s and campaigns were formulated to help CHWs in particular and people
in general to discover for themselves and analyze the reality around them and
evolvetheir own strategy to changeit intheir favour. Towardsthisend the unit
had adopted several approachesin training the CHWs asserting the following.

e Health need to be seen from the holistic point of view.

e Participation of trainees in the process of learning is the pre-requisite to
bring about a critical awareness.

e Skill Development should be purposeful and should have relevance to the
socio-economic and cultural context inwhich peoplelive.

e Self assertion and community action can only become a reality with an
understanding the socio-economic realities and acknowledgement of the
need for change by the people. The change is always related to the
consciousness of people and their collective response and action.

e Thestrategiesfor action arising out of thisapproach can sow the seedsfor
the real long lasting change in people’s lives.

e Women haveapivotal roleto play in all changesdesired to be achievedin
the community.

Nine years of Committed Efforts and Outcomes an account of the CEU’s
work over the nine years since it began in 1993-94.
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3.3 Summary of CEU Work :

Key Processes and Features
The CEU team members have been involved in the following key processes
e Trainingof CHWs
e Community Health Education
e Participatory Research and Analysis
e Educational MediaDevel opment, and
e Local collectiveHealth Action.

In each area they have been making constructive and innovative contribution.
We highlight the outstanding features of the CEU project:

acommitment to work in the established Municipal Government Health
System, tapping theresourceswithin it and evolving viable community healthcare
aternatives.

a focus on empower ment of women as health workers and community
members to access women’s health rights and to activate the health system in
their favour.

aparadigm of health practice known as “self-help” and “self-exam’ that lets
women reclaim control over their own bodies.

a challenge to top-down notions of health bureaucracy and professionalism
through devel oping grassroots skill, attitudes and knowledge of women.

a provocation to the existing health system to positively respond to the
expanded role of women

3.3.1 Changes following assessment : Since the assessment and
recommendations at the end of 2000, several notable actions have been taken,
namely,

e Recruitment of 3 team members, (2 women field co-ordinators and a
female doctor)

e Provision for the staff training and skill development through regular
‘refresher’ training.

o ldentification of talented CHWSs and holding ‘TOT’ with them, forming
agroup of CHW trainers for Health Post level trainings.
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e |nitiation of community group work with teenage girlsand boys.

¢ |nvolvement of CHWSsin devel oping and testing new learning aids and
in reassessing old onesfor reproduction.

e Giving importance to documentation and data collection for future
planning.

The most significant step taken by the CEU — both programmatically and
logistically —is the

e |mplementation of the new strategy of Health Post Level Training (HPLT)
of the CHWs, involving the Health Post staff, too.

Thismarksabold shift fromtheformer pattern, Earlier, trai ning was conducted
inlarge centralized training shibirs of afew days, facilitated by the CEU team
with outside resource persons, and held several times ayear. Now, training is
conducted in smaller, local (HP-level) sessions, facilitated by the ‘CHW trainers’
and CEU FCs, held on one day every month.

Thus, in various ways, the CEU team has demonstrated its dynamicity and
resilience in rising to challengers and making the best use of resourceswithin
the system to pursuethe goals and the team moralein high. With this confidence,
we submit the fresh recommendations.

3.3.2 Need for refined Assessment : From the point of view of detailed
and effective planning for thefuture, and for theful fillment of social responsibility,
it isimportant to assess the project gains and limitations accurately. It is not
enough only to record the process and list outcomes, no matter how faithfully
and exhaustingly it isdone.

From what we observe, the CEU has come along way in its attempt to attain
the goal of ‘promoting women’s access to knowledge and information for bringing
about positive changes in health and the quality of life for themselves, their
families and their communities’.

But what do we actually mean when we say this? What indicators could have
been set to state this more substantially? It requires a more rigorous exercise
than has been possiblefor us. In planning the future work, the CEU must select
the key areas of intervention and set proper indicators — qualitative and
quantitative — for what would be considered the desired progress towards the
objectives. Within each key area, the process begins with specific questioning
and probing before deciding how to go about answering in measurabl e terms.
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For example,

e What if the CHWSs’ outreach> How to specify the ‘effective coverage’ for
a ‘community’ to be reached? To what extent are marginalized women and
communitiesincluded?

e How effectiveisthe information that is conveyed, and how do we assess
that?

e What exactly arethe positive changes in health and quality of life that we
arelooking for? And arethey only material, or are the changes cultural and
socia aswell?

For assessing each aspect, theteam needsto spell out parameters and indicators
against which gains or shortcomingswill be measured.

3.4 Compédling Reasonsto Continueand Grow in Outreach

The CEU’s clear priority is health education in its own fields area. Even so,
with nineyears of experience, it hasmuch to offer other organi zations concerned
with health training, education and services. Some of the CEU’s assets — human,
material and conceptual- are rather unique. Together they are reason enough
for continuing and devel oping the project.

The ‘Assets’
The CEU hasbuilt up assetsthat we can group into five categories, asfollows:

1. Training: 1) CHW trainers, 2) HP-level approach, 3) involvement of HP
staff, 4) need-based content, 5) participatory method.

2. Outreach: 1) gender-sensitive, reality-based approach to communities, 2)
linkage with |eadership devel opment and health action.

3. Healthwork: 1) unusual ‘self-help” approach 2) SHHWSs’ (Self Help Health
Workers) practice (detecting women’s health disorders, spotting causes,
using healing remedies), 3) referral system.

4. Materials: 1) learning aids 2) booklets, 3) Sakhi newsletter, 4) video film,
5) Learning Resource Wing for production/ distribution.

5. Research: 1) community-based health data, 2) data on women’s
reproductive health disorders found by SHHWsS.

At the sametime, thework isevolving, and it needs by sustained and continued
in a planned way over the next five years.
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3.4.1 Who would be interested?

We know there is interest about various aspects of the CEU Project from
several quarters.

e Withinthe BMC systemthere appearsto beinterest in engaging AL ERT-
India’s help for training CHWSs of the HPs in the other wards.

e Since the Health Post-level training, the other staff (Doctors, ANMSs,
MPWSs) are showing interest in the new topics and approach.

e Inthe Sate health system, the CEU’s urban experience is relevant to
the debate over a CHW-based scheme for PHC in rura areas.

e Anganwadi workers are eager to get Sakhi.

e Numerous NGO groups subscribe to Sakhi. And use the aids. Recently
the team has conducted training for workers of 2 NGOs.

e Both Marathi-speaking and Hindi-speaking communities are
interested inthe materials, and production in Hindi is being planned.

Ontheother hand, wefedl thereispotentia interest from othersin thefollowing
aspects:

e Thereproductive health data generated by the SHHWs may interest
the BMC Health Department and other health institutions.

e Theinnovative pattern of Health-Post Level Training could interest
those concerned with management and training in PHC systems.

e Theadolescent health program for teen girls and boys, that includes a ‘body
literacy’ approach, will grow in general importance.
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Chapter 4

L eprosy after Integration

4.1 Integrated social system :

Cultureisanintegration of social practicesrelevant to thelocal socio-economic
environment. Every human being isan integrated organism and therefore, human
society should function as an integrated social system. Although the diseases
may affect any part or organ of the body, it also affects the anatomical,
physiological and mental system, which severely hampers the functioning of
the aff ected persons at the physical, social and mental levels. A chronic disease
like leprosy, which had no treatment and cure for centuries, has created
tremendous social consegquences than any other disease. With the devel opment
of effective and modern drugs and the bacterial cure is in sight, the health
programmes have responded favourably to eliminate the disease in the shorter
possibletime. Initially, the hypothesis of containing the spread of infection by
early detection and prompt treatment could not make quick progress mainly
dueto fear and ignorance about leprosy in the society. The urban situation has
become more complex as routine house-to-house surveys are not feasible in
elite urban society except in the slums, where the density of population is
abnormally high because of constant influx of migrants from rural areas or
from small townsto megacity that resultsin the spread of infection.

4.2 Programme goals vs peoples’ concern :

Integration of health programmes has always been propagated basically for
economic and logistic reasonsand to achieve optimal results. It hasbeenredlized
that the patients’ confidence and compliance to treatment would be ensured by
proper understanding and willingness of General Health Care system. Inleprosy,
the Integration was visualized as a sequentia activity to be followed after
achievingthelow level of prevalence of leprosy inanarea. Activitiesrelatedto
prevention of disability (POD) and rehabilitation are also to beintegrated with
the General Health Care system through a planned inter-sectoral co-ordination.
Even after sustained work for several years and achieving positive statistical /
quantitativeresults, intermsof lowering of prevalence, leprosy related problems
arelikely to remain in the community unless the programme focuses on active
community participation. The vertical leprosy programmes have been so far
concentrating mainly on achieving the goals of leprosy elimination at various
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levels and not adequately addressing to the peoples’ concerns of social exclusion
through an effective health education or |EC activities using social marketing
techniques.

4.3 Integration:

In principle, the Integration of leprosy programme into the general health care
system has been advocated by the Government and accepted by all health
agencies since long. The appropriate time, preparation to transfer the
responsibility to the general health care system and the stages through which
integration was to be achieved has been already formulated. However the
issues and strategies pertaining to Integration in urban areas need to berefined
inthe context of health facilitiesand priorities.

On the subject of integration:

Lastly, | feel impelled to dwell alittle bit on the subject of integration. Asweall
know the Government of India has taken the decision to abolish all vertical
health programmes, including leprosy, and bring everything within an integrated
set up. Thereisno doubt that thisistheideal arrangement in view of the social
stigma attached to the disease that keeps patients away from the |leprosy
treatment centres for fear of identification. We plan vertical programmes for
particular health problems in order to bring down the intensity of the problem
to a manageable level whereby it can be tackled as any other community
disease through the general health care and delivery system i.e., the primary
health centres. One need not re-emphasize the fact that we fight the leprosy
problem on two fronts, the medical, and the social. This unique situation is
peculiar to leprosy. | have a strong conviction that treatment of leprosy in an
integrated set up may be neglected unless there is adequate social acceptance
of leprosy.

(Wardekar: 1978: A Window on Leprosy)

4.3.1 Misgivings about Integration : The protagonists of the vertical
leprosy programme have the apprehension that the specialized and focused
attention paid by the trained experienced leprosy staff would not be avail ableif
the programme is integrated with the general health care system. On the
contrary, the integrationists strongly profess that there would be more health
workers available for the programme, once they are trained in leprosy. The
positiveside of theintegrationisby making theleprosy services available nearer
tothe placewheretheleprosy patientslive. The negative side, as perceived by
the leprosy patients, is about the reduced attention by the general health care
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system. There are certain issues in the process of integration, which are
applicableto general health care staff and othersapplicableto theleprosy patients
and community, are to be considered. The government’s perspective in respect
of financial aspects have created mixed reactions among the vertical leprosy
staff that therewill belesswork for them oncethe prevalencerate hasdeclined
todiminationlevd.

4.3.2 Community Volunteers perform better : It has been well
acknowledged that before integration, the vertical leprosy programme have
functioned better in respect of new case detection, wherever the Community
volunteers were trained and involved in population screening for suspecting
leprosy and later confirmed by thetrained leprosy staff. In 2002, an evaluation
of DANLEP supported programme in Kirnapur block of Balghat district in
Madhya Pradesh has brought out the fact that less number of cases were
suspected by trained community volunteersin their respectivevillages, whereas
more leprosy cases were confirmed by the vertical leprosy staff. While the
report al so states that under Modified Leprosy Elimination Campaign (MLEC)
moreleprosy caseswere suspected by general health staff and MLEC volunteers
(not intheir respectivevillages), only afewer |eprosy caseswere confirmed by
the vertical leprosy staff. This proves that the confirmation rate (48% by
Community volunteers against 6.29% of MLEC [II] and 39.7% of SAPEL)
hasbeenfar better in cases newly detected by the volunteerstrained in suspecting
early signs of leprosy in their respective villages. Itis important to know ‘what
is not leprosy’, than to suspect every sign and symptom as that of leprosy
unlessotherwiseproved. Suspecting all skin patchesisatarget driven programme
invertical approach, but excluding all non-leprosy cases (differential diagnosis)
during population screening isanintegrated approach. Thevertical approachis
likely to perpetuate the fear in the minds of the community, where as the
integrated approach makesthe people at ease since not every personis suspected
for leprosy and identified as aleprosy patient. It must be emphasized that the
surveyor or searcher need to explain the differential diagnosis to the family
during survey and a sound |EC strategy is required to achieve this.

4.3.3 Integration does not mean new additions : Some NGOs have
integrated other disease control programmes, such as TB and HIV into their
leprosy control programmes. Obvioudy thisisnot aright approach for integration,
but just increasing the workload of the staff engaged in the routine vertical
leprosy programmes. Ideally, the Integration of leprosy programme into the
GHS stresses that the general health system will take care of al the health
related issues of the people, including leprosy under their health services
programmes.
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A number of countries have combined their Ieprosy elimination programme
with programmes for other diseases such as tuberculosis; in such situations
the combined programmes remain vertical, WHO: 1998

The primary health care approach focusing oninter-sectoral coordinationisan
ideal integrated approach for health and devel opment which has been accepted
at all levels. The PHC approach should go beyond the scope of curative health
servicesand engulf other issues such as education, transport, sanitation, power,
water supply, nutrition etc.

4.4 Evaluation of Integration — Lessons from Tamilnadu Experience

In July 1997, Tamil Nadu was the first State in India to effect integration of
NLEPwith the PHC system. A study conducted by Expertsfrom the Community
Health Department of Christian Medical College, Vellore, which evaluated the
‘Process and Impact of interpretation of leprosy with Primary Health Care
programme’ in 2000 in Tamil Nadu have brought out several important issues
that hasto be taken into account while practising integration in any other area
or State of the country.

4.4.1. Thestudy reportsthat athough all stakehol dershave accepted the concept
of integration in principle but have expressed dissatisfaction about the short
time made available for the process to accomplish by itself. Some of the short
comingsin the process of Integration wereidentified as:

1. Inadequate training of workers to take up integration work.
2. Transfer of patient records from LCU to the PHC.

3. Inadequateinformationto patientsand community about the availability of
leprosy services at the PHC.

4. Disruption of established referral channels of treatment of complications
and rehabilitation needs.

5. Limitation of therole of voluntary agencies.

Comparison of key programme indicators assessed during the pre and post
integration period have revealed that the performance levels of rapid survey,
school survey, contact survey, group survey, skin campsand voluntary reporting
arenot satisfactory. Moreover the report observed that the proportion of cases
with grade Il deformity (WHO, 1988) hasincreased marginally among all new
cases and about half of the new cases detected were single skin lesion (SSL)
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cases in the post integration phase.

It was al so noted that generally the health workers of vertical programmewere
critical about the undue haste shown inimplementing theintegrated programme
and al so expressed reservation about the quality of leprosy servicesat the PHC
level and about referral services for specialized care. Leprosy patients with
ulcers, reactions and visible deformitiesfelt that the servicesavailable at PHC
level areinadequate. However, the community appreciated the availability of
leprosy services at the PHC level after integration.

4.4.2 The evaluation team has recommended the objectives for
consolidation phase

e Strengthening the coordination, supervision and monitoring of theleprosy
programme at the district level.

e Facilitation of leprosy-related work at the PHC level.

e Establishment of well-defined referral systemsand linkageswith voluntary
ingtitutionsto manage aspects of |eprosy related servicesthat are not feasible
at the PHC level

e Improving the knowledge, skills, attitudes and motivation of workers by
identifying training needs and organizing such training

e Raising the level of awareness of the community regarding the leprosy
control programme

4.4.3 There has been a general feeling about losing the experience and
commitment of NGLOs. The evaluation team has recommended to use the
strengths of voluntary ingtitutions:

e Utilizingtheir facilitiesand expertiseintraining health workersto perform
leprosy work.

e Utilizingtheir facilitiesto provide hospitalization and rehabilitative care
toleprosy patients

¢ Involving themin prevention of deformity activitiesat the community
level.

e Involving them in identification and treatment of casesin areas with
poor coverage by the government health infrastructure like urban areas,
tribal areas and other hard-to-reach areas.
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4.4.4. Recommendations :

General recommendations for other States that are considering integration of
the leprosy programme with Primary Health Care.

It is recommended that both the process of integration and the protocols
followingtheintegration becarefully planned well inadvance, with theinvolvement
of dl the stakehol ders of the programme, including patients and representatives
of the community.

Necessary training should be imparted and the health workers should
be suitably equipped for the performance of their duties before the
commencement of the process of integration.

Supervisory rolesand indicatorsfor monitoring the performance of the
programme should be defined, designed with care and ingtituted before
integration takes place.

The community and patients should be informed well in advance
regarding the forthcoming changes and specific information should be
provided to the current patients about the place and person to contact
for continuation of treatment after integration.

Records of old and current patients should be transferred to the
respective PHCs before integration and the PHC staff should be
familiarized with theserecords.

Referral mechanisms should be established and all the personnel should
be familiarized with indications and mechanisms of referral before
integration.

Whenever possible, the PHC level personnel proposed to beinvolved
in leprosy work after integration should accompany the leprosy
programme personnel ontheir daily round of activitiesin their respective
areasin the month preceding integration.

Asfar aspossible, discrepanciesin the cadre, remuneration, allowance,
promotion and job roles of personnel that would arise post-integration,
should be carefully identified, analyzed and normalized before
integration.
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4.5 Voluntary Reporting by community

Despiteall efforts madetowards achieving the target for elimination of |eprosy,
the new cases will continue to occur, particularly in urban areas, since the
estimates on incidence could not be defined in thewake of several deficiencies
in the knowledge about transmission process. No programme could cope up
with such a huge magnitude of disease burden and the low socio-economic
situationsin order to do full justiceto all aspects of |eprosy, such as new case
detection, timely treatment preventing and correcting nerve damage and
rehabilitation. Voluntary reporting by community members suspecting some
pathological conditionsisthelasting solution for any diseasetreatment and control
management. However, this issue presupposes thorough knowledge and
awareness about the process of causation and cure, the consequences of delay
in treatment and the availability of treatment for various stages of the disease
including the costsinvolved. When such knowledge internalizes, it becomesa
part of culture systemwhich istransmitted to the next generation by thefamily
and kin groups through the process of enculturation and socialization.

This order of transformation cannot be achieved by the vertical and target
oriented programme to identify and eliminate the causative organism without
involving or informing the community. The community or leprosy patients do
not think of leprosy alone but evenin affliction, they think or act in accordance
with thelikely negative impact in their total lives. Voluntary reporting of cases
without the onset of deformity isthe ideal desired condition and the ultimate
effect of the IEC programmes.

4.6 Statistical reduction blurstheoutlook on social issues

Having realized fully that vertical programmes by itsinherent logic continues or
accentuates social stigma and that such programmes have been implemented
providesonly statistical reductioninthe preval ence of leprosy without addressing
the human and social issues, integration of leprosy programmewith the General
Health System has been propagated. Incidentally, even health services cannot
be isolated as an aspect of culture?

4.7 Primary Health Approach
The Primary Health Care Approach enunciated by WHO as the Alma Ata

declaration of 1978 recognizes and promotes the integrated nature of health,
culture and society to beimplemented through inter-sectoral coordination.
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4.8 |ssuesof integration in urban setting

Theleprosy scenario in urban areaafter total integrationislikely to beabag of
sour and sweet fruits. It is expected that the general health staff will treat all
the new cases that would surface through voluntary reporting as the active
surveys have been abandoned as aroutine. The vertical leprosy staff would
gradually mergewith the GHS and |ook after the rel atively complicated services
such as managing relapse, drug resistance and nerve damage. It isan advantage
that there ismore femal e staff in GHS, hence the proportion of female leprosy
casesmay increaseintheinitial period. If the spirit of integrationisfollowedin
itstrue sense and spirit, the quality of life of leprosy patientswill improve and
the stigmawill decrease in due course of time.

Different kinds of problems might emerge dueto multiple service providersand
occasionally non-availability of free drugs. It has always been difficult to get
feed back about the patients from private health service providers. The private
health sectorsarelikely to play anincreased rolein the post integration scenario
anditisthetimetoinvolvethemin the process, particularly the dermatol ogists.
Even the retired leprosy PMW and NMS may be involved in the special
campaigns and to render specialized treatment so asto utilize their skills.

4.9 ALERT INDIA’s response
After witnessing the pros and cons of the Integration in other parts of the
country, ALERT INDIA felt the need for a planned and co-ordinated strategy

that would help to overcomethe limitations and difficulties posed, especialy in
the growing urban context.
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Chapter 5
ALERT-INDIA’s Vision

5.1 Theroleof ALERT-INDIA asan NGO

There will be very few NGLO players in the field after integration - ALERT
will be one of those few. ALERT INDIA’s intersectoral holistic vision goes
beyond leprosy in the arena of general health, poverty alleviation and
development, more precisely women’s development and will continue to play a
creativerolein leprosy related issues during and after the Integrated scenario.

The process of Integration of leprosy does not warrant to close down the NGOs
engaged in vertical programme or to abandon the existing treatment centres
established to provide care and services for leprosy patients. It also does not
call for reducing thevertica staff or for finding an aternative work to compensate
thework load. The need isfor absorbing new strategy for interventions by the
NGOs in tune with the Integration policy recommended by the Government
that would strengthen the process of integration. In order to fulfil this, ALERT
INDIA has envisioned its future programme called LEAP, “Leprosy
Elimination Action Programme”, whichisbased on acommunity partnership
strategy. The primary objective of LEAP would be to meet all the needs of
leprosy affected persons through a community partnership. A well defined
road map has been drawn out after due consideration of the priority issuesto be
addressed during Integration and Elimination and al so taking into account of all
the spheres of |eprosy activitiesin the form of Vision Statement.

5.2 Integration for Leprosy Elimination isthefocus

It has been now realized that the Integration of leprosy programmewill pave a
way to achieve thegoal of leprosy elimination within aset timeframeby pooling
all the health resources to tackle the disease burden that prevail in a given
community. The strategy for Integrationimpliesthat leprosy will no longer be
dealt by specidized centresexclusively working for leprosy. However thefocus
of the leprosy integration must include urban areas to achieve the desired goal

of elimination. More so, thetreatment will be dispensed through public health
network in the cities and towns of Maharashtra and through PHCs in rural

areas. The process of Integration has been already initiated in the Maharsahtra
Statesince July 2004. Thetransfer of responsibility fromthe vertical programme
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to the General health Care system istaking place in a phased manner.

5.3 Leprosy scenario after Integration — Advantages & disadvantages

Today theintegration makesfor thefirst timein history the drugs that can cure
leprosy are made available through a large network of public health outlets.
Theentire medical fraternity especially medical personnel in public health are
made responsible to treat leprosy. Rough estimation of leprosy (however,
defective and inaccurate) in region wiseisnow available, though no estimation
is available on the actual number of patients treated by private health sector,
particularly General practitioners and Practising Dermatologists al over the
country. Thereisalso a new thrust to incorporate leprosy as a public health
issue in medical teaching and curriculum, though thereisalong way to go.

During the Integration phase, active early case detection is officially given up —
we do not have definite answer to the questions like will not this lead to late
detection — more deformed patients, with gross deformities — misery for the
individual - moresocid vishbility - reinforcement of stigmaand fear? The poverty
condition in which most of the leprosy affected persons dwell leads to gross
deformitiesresulting in economic | oss, unemployment and occupational hazards.
The consoling factor is “gross deformities” are not common. The fear is will
this scene be maintained during integration phase? Public visibility of leprosy —
socially known leprosy patientsare at the root of social stigmatization, fear and
ostracism.

5.3.1 Community awareness and Education : ALERT INDIA proposes
to strengthen the IEC (Information—Education-Communication) activities with
thehelp of NCC, NSS, Scouts, School children and women groups using Inter-
Personal Communication (1PC) techniques. An effective awareness campaign
about leprosy will be carried out in the community with the help of hoardings
and pamphlets prepared in local languages and suitable to local socio-cultural
beliefsaswell asby involving mass mediacommunication tools.

5.3.2 Advocacy and communication campaigns : ALERT INDIA proposes
to organize Workshops and Seminars focussing the new approachesfor leprosy
elimination throughintegration by involving all the partnersof LEAPtoreinforce
liaison with the Government health agencies. Advocacy and consultative
meetings with the Health Programme managers of various health sectors will

facilitate smooth implementation of the programme. Various publications and
Newsletterswill be brought out to improve the communication skills.
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5.3.3 Capacity building of General Health personnel and Medical
fraternity : Itismandatory that the skillsof the vertical manpower need to be
transferred to the general health personnel in order to maintain the quality of
services to the leprosy patients. ALERT INDIA recognized the need for
conducting atask-oriented certified short term training at periodical intervals
during the integrated phase emphasizing mainly on diagnosis of early leprosy
cases, treatment and management for FTMOs and M Os dispensary/hospitals
in the urban areas and the MOs of hospitals and Health Centresin rural areas.
A standard training curriculumis being formulated by drawing on the expertise
available with NGLOs. Continuing Medical Education (CME) is one of the
LEAPstrategy. ALERT INDIA supports the initiative by the Joint Directorate
of Health Services (Leprosy), Government of Maharashtra. Special training
programmes for General Medical Practitioners (GMPs) including the medical
internsin Medical collegeswill aso be part of thisinitiative. Thisisaimed to
cover al the medical fraternity in the Sate of Maharashtrain a phased manner.
Themedical studentscan beinvolvedintheleprosy elimination programmes.

5.3.4 Community approach for leprosy elimination : The greatest
chalengein urban areasisthedifficulty in detecting al the hidden casesinthe
growing slum areas and tackling the migrant population. ALERT INDIA has
proposed a strategy for detecting new cases by specially surveying hard to
reach populationincluding migrants, floaters, sum dwellers, fishermen and high
income group people. These campaignsareto be carried out by deploying trained
community level volunteersand the various health personnel in the Health Post
or Urban health Post and PHC and village level health workerswho are part of
the health delivery systemin therural areas. Even after such campaigns, these
community level trained personnel will continueto act asaguides and spokesman
who will promote spread of awareness and encourage voluntary reporting in
thelong run.

Besides, school surveyswith aspecial focuson children as an epidemiol ogical
indicator to be carried out during rainy season. Priority to be given to schools
located in slumsand economically weaker sectionshousing areas. Experience
shows that the high incidence of new cases among the contacts, hence survey
of family contacts of |eprosy patientshaveto beundertaken. Asagood proportion
of cured leprosy cases are likely to develop post-treatment complications, it
requires active vigilance of RFT (Released From Treatment) cases. Retrieval
of defaulters at the local Health Post level need to be promoted.
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5.3.5 Creation of district and state level Referral centres : ALERT
INDIA recognizes the need for establishing referral centres / facilities for
confirmation of diagnosis, management of reactions, physiotherapy and care at
regional / district/ zonal levelsat variouslocationsin thecities, townsand al so
in rural areas. Simple POD measures such as physiotherapy exercises and
home self care will be taught. Assistive aids such as M CR footwear, Crutches,
Goggles and hand Splints will be provided to all the needy deformed leprosy
patients. Technical guidance to manage complications such as of re-current
leprareactions, neuritis, trophic ulcers will be offered. Suitable and eligible
casesfor corrective surgery will bereferred to the collaborative Re-Constructive
Surgery (RCS) Units with due consultation. Specialized services such as Skin
Smear, Biopsies, EMG studies will be undertaken for cases that are posing
difficulty in management.

5.3.6 Strategiesfor strengthening Integration : Re-planningand effective
deploying of the leprosy specialized man power available today (medical &
paramedical) for training, supervision and coordination of referral centres,
deformity prevention and control, training of community level volunteers and
health personnel, organi zing awareness campaignsat community level iscrucia
inthefirst phase of integration, when thelearned contingent of experienceand
manpower is available. If not appropriately and adequately reoriented and
deployed this manpower will not be available after five years. NGOs (both
leprosy specialized and others) cometogether to form aconsortium with specific
objectives and strategies to work together and strengthen the process of
integration. A common strategy and a common plan of action, short term and
long term will set the direction for achieving the goals of integration through
public health system and the community participation.

5.3.7 Central registry and Epidemiological Monitoring Unit : NGOs
should augment and compliment the eff ortstaken by the Govt. and the Municipal
Corporations at the District level towards|eprosy elimination in aperspective.
Throughout the integration phase, more than it was required in the previous
decades, the epidemiol ogical trendsviz. new cases, child cases, deformity, ulcers
of the disease and community parti cipation need to be documented/studied and
results are to be reported, besides for the purpose of basic monitoring (MIS).

This perspectiveisi) to streamline an authentic recording and reporting system
to avoid duplication and re-cycling, ii) to review the progress and provide
feedback, iii) to analyze and study the interventions and their relevancein the
integration phase and iv) to study and evaluate the outcome and impact. To
accomplish this, ALERT INDIA has established an Epidemiological and
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Monitoring unit in collaboration with the District L eprosy Society, BrihanMumbai
Municipal Corporation and other NGOs, wherein all the information from the
health functionaries are collected and computerized. This unit will provide
feedback to the stake hol ders and guide them in planning future perspective of
LEAP.

5.3.8 Social concerns assume special significance : Socio-Economic
Rehabilitation (SER) and Community Based Rehabilitation (CBR) requires
investigationsand initiativesto suit the need of those who are afflicted. Welfare
schemes have to be an add-on to these rehabilitation schemes. Priority should
be given to the self help groups of patients.

Linkagesto be established with the service clubsfor financial assistancetothe
need based programmes benefiting the leprosy patients.

Gender issues (The special problemsrel ated to women leprosy patients) deserve
special attention. A social advocacy and campaigns are required to correct the
legal discordson behalf of community in the best interest of leprosy patientsto
banish legalized ostracisms.

5.4 Special drivesin thecommunity

Integration isbased on achieving asustained new case detection and treatment
of all leprosy cases by the General Health System. Voluntary reporting from
thecommunity is pivot for the success of Integration. Voluntary reporting cannot
happen in void without community awareness and their active participation.
Promoting voluntary reporting through community level campaigns with full
involvement and guidance of leprosy personnel available today is one of the
ALERT INDIA’s strategy. Selected Special Drives (SSDs) and the Targeted
Special Drives (TSDs) are the new tools designed to achieve the elimination
target in the integration scenario. The criteria for selection of focus areas to
implement these specid drives should comprise of sel ective community groups
or urban pockets where multibacillary leprosy (infectious) cases are reporting
or new migrant settlements in cities and towns or areas with large number of
child cases. All these special drives must be accompanied with community
level awareness campaign, which will ensure sustained voluntary reporting of
New cases.
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5.5 Partnershipfor LEAP

In the process of integration the key to successliesin building partnership with
the community, NGOs, CBOs, concerned public health functionaries and above
al the NGLOs. The geographic reach and the scope of operation will be
determined by creating linkageswith them. Every partnership and linkage will
be promoted and assisted to enhance the continuity of the service and care for
the leprosy affected individuals. The partners with their roots in a given
geographical location and socio-cultural context will bethe best suited service
providers. All those who share the concerns of LEAP will be the partners.
Pooling and sharing resourcestogether with partnerswill bekey to an effective
implementation of acommon programmefor action. Appropriate organizationa
structurewill be devel oped for coordination and monitoring of the programme.

The ultimate goal of leprosy elimination is the eradication of fear of
leprosy and its consequences, in terms of ulcers, deformity and threat
of dehabilitation. If the community can be involved in suspecting the
early signs of leprosy including nerve involvement, voluntary reporting
will eradicatethefear and stigma. Theinformation about diagnosis and
treatment of leprosy has to become the common knowledge of the
community, which is only possible through community action in leprosy
elimination.

VISION STATEMENT

ALERT INDIA
will strivetowards
programmes focussing on
community partnership strategies
to achieve the goal of leprosy elimination
during the integration phase,
inaliancewith al stakeholders,
to make elimination areality for people.
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