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Leprosy is at once the most benign and baneful of all diseases.
But for the deformity it produces in a small percentage of
affected persons, leprosy would be considered an innocuous
human affliction! The ideal way to deal with the problem is to
take measures that would prevent its occurrence- early
detection and prompt treatment of disease and its attendant
neuritis. This is easier said than done. For various reasons,
both patient associated and service related, delay in detection
results in certain number of patients presenting with deformity
at the time of diagnosis. There is also the occasional
occurrence of neuritis among cases under treatment or
released from treatment which often goes undetected resulting
in residual nerve damage and consequent deformity. Leprosy
is on the decline, but leprosy
disability is not. Every year
around 2500 to 5000 new
cases are added to the pool of
patients with deformity. Very
little is being done for them.
They are left to fend for
themselves. They become
the living memories evoking
aversion and discrimination
in the society. Some of them
are driven out of society or
driven to leprosy colonies
living a futile life in
exasperation and despair.
When MDT was introduced
more than two decades ago
the rallying cry was to “detect and treat with MDT”. The
occurrence of staggering number of new cases, which placed a
premium on the scarce resources, was used as argument to
deny sanctuary to those with disability. Prevention of disability
meant prevention of occurrence of disability through early
diagnosis and treatment. Management of those already with
disability was considered beyond the immediate scope of the
resource-starved programme. The signature approach during
the vertical setup fell far short of providing any help to the
forlorn few. After years of apparent negligence one expected
an awakening and rethinking. For many who have followed
the programme closely it has been a disappointing let down.
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“Detect and treat with MDT' still remains the strategic hinge.
The argument now is integration: the general health system
can take up only so much and not more; one should proceed
one step at a time; disability prevention and care is beyond the
realms of possibilities of the general health staff because of
complexities involved in the intervention; how could one
expect general health staff to do something which could not be
done by the vertical staff? We don't hear any noteworthy
sound bite coming from any social-issue pundits and majority
of programme staff purvey a range of not-so-right attitudes.
One serious problem is to portray the issue as a serious
problem, to convince the staff and sway them into believing
that it is equally important to correct the disconcerting
asymmetry in the services.
One of the major reasons for
the present state of affairs is
the nonavailability of
statistics on disability. In
many places there is no trace
of old records. The existing
records may contain some
data on cases registered in the
past five years or so. Even
though scarcity of data makes
planning difficult this should
not deter us from initiating
intervention using whatever
rudimentary information that
is available. If we wait for the
complete data sets to be at
our disposal before
kickstarting the programme it will be too little too late. In the
meantime, provision must be made to collect basic data on
disability. Thankfully, grade 1 and grade 2 disability are
included in the data collection instrument. The next step is to
make the information system titred to the activity specific to
the service site aimed to achieve simplification in intervention
and data collection. The second serious problem is to dispel
the doubts and persuade the general health staff to pursue the
prevention of disability work with avidity. One needs to
showcase successful endeavour, to show them textbook
examples of favourable outcome. Fortunately we can find
several examples ranging in breadth from a small
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circumscribed population to the whole district. What is happening in Salem and Trichy in
Tamil Nadu is a revelation worthy of emulation. The strategy involves capacity building by a
facilitating NGO of key staff at the district level who in turn train and monitor the peripheral
health staff. There is an incremental reduction in the intensity of involvement of NGO so that
at the end of three years its role will be minimal. Hopefully it will be sustainable. The way the
programme is proceeding there is no reason why it should not be. It will not be difficult for the
general health staff to pick up influences from these examples. In an age of unresolvable
demands and reduced expectations even a small effort will become a resonating feat.
Low incidence and simplification of process and procedure render it less difficult for the
custodians of the programme to insert prevention of disability component into the
mainstream of general health system for good. There are indications to suggest that the
number of cases with disability may vary from 100 to 500 in a district. A health worker may
have on an average 3 to 5 cases. It may not be difficult for the health worker to monitor the
patients once a month during the monthly routine visit.
One more problem has emerged recently. Indicators are often used more to measure success
than to make a situation analysis. The indicator on disability is no exception. States are urged
to investigate if the disability proportion goes above the national average of 2%! It is perilous
to render too much meaning into the indicator which is volatile and therefore subject to
influence by many operational factors. The tendency, if unchecked, may even lead to
underreporting of disability, a regrettable consequence. Any sudden shift in the trend,
whatever may be the direction, should be investigated. If questions are asked only if there is an
upsurge then it is bound to be viewed as indulgence in redolence. In a low incidence situation
one is likely to have a predominance of MB and consequently higher disability among new
cases. High disability proportion does not always mean reregistration of old cases. Such
wrong perception could gain ground if monitoring is mainly prevalence-based. We should not
wait till the prevalence buzz fades away from the headlines. The action is now. It is in the
interest of the welfare of patients to keep the ecology of the programme free from any
semblance of targets. There is a campaign of smallness overtaking the leprosy control
programme in India. Small may not be beautiful but certainly it is desirable in a public health
programme. Pursued properly it can maneuver the programme into twilight glories; it can also
cause disruptive damage if it is followed with subtle suggestiveness.
Time is short. It is paradoxical to assert but nevertheless true that leprosy control may lose its
edge because of its success in reducing the number of cases: it may become a victim of its own
success. Before this happens every effort should be made to make POD an integral part of the
routine general health system. It may then lose its unique place, but at least it will remain on
public health agenda!
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My life began in Andhra Pradesh where I was born 40
years ago into a tailor's family. During the first 20 years of my
life, which I spent with my father, I had intense fascination and
admiration for him. His fingers could transform simple
coloured materials, like magic, in to beautiful shirts, skirts,
blouses etc. I really loved his art, took training under him and
followed his footsteps. I loved to hear the small special jerky
noise of the sewing machine. During these days I thought that I
had reached happiness but it was only a shade of happiness,
as I learned later.
When I was 20 years old, to my great shock, leprosy
appeared. It attacked my fingers, my feet, my eyes, my nerves.
I could neither give a handshake, show the way, nor take a
bus. I became a kind of monster in permanent display, but not
as fearful as an elephant man or a bearded woman, as the
disease was too common in our village. I had become a 'leper'
joining the 'leper's' crowd. World changed, neighbours
became distant, friends were not welcoming me as before. I
took the easy solution: I fled.
For 20 years, I lived an errant life, tossed like a football
from one place to another, between hospitals where I received
some treatment and beggar's home where I taught some
rudimentary tailoring to companions as my hands had
regained some flexibility. It is in one of these places that I met

the lady who became my wife - may be we felt some happiness
as there were two of us to face the big sadness and loneliness of
our lives (the families made us feel that they did not bother
about us). One day, one of her sisters invited us to live in her
place, Alampoondi in “Tamil Nadu”. We settled there with a
sewing machine. Things changed. One of the staff of
Alampoondi took me to Pondicherry one day. There
everything turned “topsy turvy”. He took me to one of his
friends, who welcomed me, the damned, as if I was an
ordinary man. He asked me to sit with him, offered tea and
served meal in an ordinary plate. In the Afternoon he showed
me some cloth; he asked me to touch the material and asked
my opinion about it. I could not believe it; I was touching the
fabric that healthy people were touching. I had become again
a man. I was reaching the happiness of being again a human
being, which should have been an inalienable right. He saw
the real me in 'me', not the disfigurement, nor leprosy.
It was on that day in that recognition, that I felt that I was
no longer a deviant exclusive but belonged very much to
humanity. I was filled with an unbelievable happiness. I was
touching a state of bliss that I could not imagine; I could live
again as a man. I wished I could die so that this feeling would
be the last living memory.
(History as recounted to Bro Arul at Alampoondi long ago)
- Dr.Claire Vellut, DFIT

Mr. Sujith (name changed) from
Bangalore, who is 29 years of age, is a
carpenter by profession, and underwent
left ulnar nerve decompression for
massive thickening and severe
tenderness of the nerve with ulnar claw.
When asked he gave a detailed history of
his illness which was educative.
He noticed pain in his left elbow about
four months after he married to a Renu
(name changed) from Trichy. He did not
have any patches. He consulted a
physician at a private hospital in Trichy
who gave him an injection and some
tablets which he took for 4 months.
When he did not notice any
improvement he returned to the doctor
who asked him to see an orthopaedic
surgeon. A few skin patches appeared
now. He went to Saint John's Medical
College Hospital in Bangalore. He was
told that it was leprosy and he had to
undergo some investigations. He was
prescribed some drugs and asked to undergo some laboratory
investigations. When he was told that it would cost about
Rs.5000 he refused. He bought the drugs from a pharmacy
near his house and took them for 2 months. He did not find
ILEP-INDIA

any improvement. He now decided to go
to Sanjay Gandhi Hospital (Government
centre) where he was diagnosed MB
leprosy and asked to take treatment at
Government health centre near his
home. He took treatment which was free
for one year.
After second month of treatment he
developed weakness in his left hand and
his fingers were bent. Skin patches
appeared. The pain persisted. The
doctor who was treating him told him
that he needed to undergo surgery. He
went with his wife to Trichy and stayed
with his in laws. His wife took him to the
N G O C e n t re i n Tr i c h y
( H o l y Fa m i l y H a n s e n o r i u m a t
Fathimanagar). She had heard of the
centre from a friend of hers who had
been treated there. On examination he
was found to have ulnar claw with
massive thickening and tenderness in the
left ulnar nerve. Ulnar decompression
was done and prednisolone was started. Two months after
surgery and steroid therapy the patient feels better, the pain
has almost disappeared.
- Holy Family Hansenorium, Fathimanagar – DFIT
3

The National Leprosy Eradication Programme is a good

programme by the Government health care system and to

example of successful collaboration between Government of

synergize resources for effective partnerships, the ILEP

India and other partners including World Health Organisation

support is envisaged on the following thematic areas.

(WHO), The International Federation of Anti-Leprosy
Associations (ILEP), World Bank and Non Government
Organisations.
The concerted efforts of all the partners have succeeded in
integrating the programme into the General Health Services
(GHS) to provide quality leprosy services. One of the most
significant contributions of ILEP is the capacity building of
general health staff brought about through 174 District
Technical Support Teams (DTSTs) placed in 267 districts in the
country. Evaluation of the performance of DTSTs and their

1. Capacity Building:
Training/re-orientations district nucleus; training
of General health staff; Seminars/symposiums in
medical colleges; production of learning materials
2. Support to DPMR:
Strengthening Referral system by providing facilitators to
train various cadres of staff; support medical college
hospitals to develop their capacity for conducting
reconstructive surgeries.

impact in all the priority states was carried out by independent

3. Monitoring and supervision:
Technical support to State Leprosy Officer in planning,

teams formed jointly by the Government of India and the

monitoring and evaluating the programme and assist in

ILEP member organisations. The major finding of the

developing a disease surveillance system.

evaluation is that there is a need to support the programme in
future years in the areas of strengthening managerial skills of

4. Operational research:
Collaborate with major partners and research agencies

district leprosy office (including functioning of District

to develop operational research projects to improve

Nucleus) and providing support to establishing referral

health service delivery and to strengthen existing systems

services, disability prevention and medical rehabilitation of

of MDT, disability prevention and programme

persons with disabilities due to leprosy. DTSTs in their present

management.

form cannot contribute much in strengthening the managerial
capacity of the District Nucleus and also in establishing referral

5. Support to local NGOs:
Continue to support its local NGO and their hospitals

system. Therefore it was concluded that support in the form of

which could function as referral centres and be part of

DTST was no longer appropriate and relevant. Considering

referral system of General Health Care system.

the evaluation findings, the project DTST was discontinued
with effect from 31st March 2007.
ILEP will continue to work with the National Leprosy
Eradication Programme (NLEP) to facilitate implementation
of the operational Guidelines of the global strategy for further

6. Socio-economic rehabilitation and community
participation.
Continue to work with communities and
Government departments to rehabilitate persons affected
by leprosy.

reducing the Leprosy Burden and sustaining Leprosy Control

ILEP member representatives are in the process of discussing

Activities (WHO).

with individual states to identify the needs and to workout a

Considering the need for sustaining leprosy control activities
in line with global strategy, and to retain ownership of the
4

methodology of implementation of ILEP supported activities
under the thematic areas mentioned above.
- ILEP Coordinator, TLM
UPDATE

1

Introduction

1.1 What is the place and purpose of the
Operational Guidelines?
The Global Strategy for further reducing the leprosy burden
and sustaining leprosy control activities (2006 – 2010),
went through an extensive process of review and revision
during the first part of 2005. It has now been fully endorsed
by both WHO and International Federation of Anti-Leprosy
Associations (ILEP), and therefore sets out an agreed
agenda for leprosy work throughout the world for the
period 2006 - 2010.
These Operational Guidelines have two functions:
l
To define and explain terms, concepts and activities
mentioned in the Global Strategy
l
To indicate how the Global Strategy should be
implemented in the context of a national programme
Because the Global Strategy and the Operational Guidelines
are global in scope, they cannot guide every aspect of each
national programme. However, it is intended that national
programme managers should be able to use these documents
to write a comprehensive National Manual for Leprosy
Control.
1.2 What is the target audience for the Operational
Guidelines?
The target audience consists of managers of national health
services and midlevel managers responsible for leprosy
control activities in their countries, who will be required to
implement the Global Strategy.
1.3 How can the Global Strategy and the
Operational Guidelines be applied to countries
with widely differing health systems?
Because of the wide variations in the way leprosy patients are
managed by different health services – relating to health
service coverage, varying endemicity, training, staffing levels,
supervision, etc. – the same guidelines cannot be used in
every situation. The Guidelines are for use at two levels,
Peripheral and Referral, in appropriate situations. The
distinction between these two levels as used in this document
should be adapted to the situation prevailing in each country.
“Peripheral level guidelines” are given for the general health
workers, working in integrated clinics, where they see and
manage a wide range of health problems; leprosy is a
relatively small part of their workload. “Referral level
ILEP-INDIA

guidelines” are for those staff at referral units, including field
supervisors, who have had more training and experience in
leprosy and also for those with specialist skills to manage other
leprosy-related consequences (ophthalmologist, orthopaedic
surgeon etc). As part of the process of integration, referral
services need to be strengthened.
Where leprosy is common and health workers are familiar with
it, many of the routine activities of diagnosis, treatment and
disability prevention can be carried out in the peripheral
clinics and there should be a fairly good knowledge of leprosy
at that level, even in an integrated setting; in this case, some
activities mentioned in the “Referral level guidelines” may be
appropriate for many peripheral clinics. Some issues may be
laid down by the government, for example, who may
diagnose and treat leprosy, and who may diagnose and treat
reactions.
Example 1:
Disability grading is covered in section 4.6. The guidelines
given in that section for peripheral level health workers
assume very little experience of leprosy and require a
minimum level of skill to carry out the assigned tasks. In some
programmes, certain peripheral level workers are already
doing disability grading with a reasonable level of technical
skill. In these programmes, therefore, it may be expected that
the managers at national level would decide that the so called
“Referral level” guidelines in this particular section would
apply to those peripheral staff.
Example 2:
Recognition of reactions and neuritis, and the use of steroids
to treat such cases, is covered in section 5.8. The peripheral
level guidelines assume no training in this area amongst
peripheral health staff and give very simple guidelines –
basically to refer cases on. If peripheral staff have received
adequate training in this area, the “Referral level” guidelines
may be used.
Referral will always be an essential component of an
integrated health service (see section 2.1) and at any level,
health staff must be ready to refer any patient who cannot be
adequately managed where they are. Staff at selected health
centres, district hospitals, or any other place identified as a
referral unit, should be adequately trained and be ready to
receive those patients and use such occasions as a training
opportunity for peripheral staff.
5

1.4 What does it mean to “reduce further the burden
of leprosy”?
The “burden of leprosy” can be looked at in
three ways:
Firstly, the most relevant epidemiological measure of the
burden of leprosy is the incidence of disease, which is the
number of people developing leprosy during a set period of
time, usually one year. Because incidence is difficult to
measure directly, the 'Case Detection Rate' is used as a proxy
for incidence rate. It seems likely, however, that some new
cases never come for diagnosis and treatment, so the number
of cases detected is lower than the number of incident cases.
The global incidence rate of leprosy seems to be declining
slowly but the decline is faster in some areas than in others; in a
few places the incidence rate seems to be rising. Changes in
incidence take place slowly, over decades, and are related to
factors such as immunization with BCG and economic
development, as well as good leprosy control practices. By this
measure, the “burden” of leprosy is declining slowly but new
cases will continue to appear for many years. Thus, diagnostic
and treatment services need to be maintained.

treatment at a certain point in time. The prevalence of leprosy
has decreased throughout the world over the last 20 years
because of multi-drug treatment (MDT) provided through the
Leprosy Control Programme. By reducing the duration of
treatment to just one year or less, MDT has greatly reduced the
numbers on treatment at any one time and hence the
“burden” on the health services. Although registered
prevalence was a useful indicator to achieve the leprosy
elimination milestone, it is not an adequate indicator to reflect
changes in the epidemiological trend of leprosy.

Secondly, the burden may be related to the registered
prevalence of disease, which is the number of people on

The third way in which the “burden of leprosy” can be viewed
is through the eyes of affected people themselves. Leprosy
complications can lead to disability of the hands and feet and
sometimes also to blindness. These physical problems are
often overshadowed by the social rejection and mental
suffering caused by the stigma that persists around this
treatable disease in many communities. It is estimated that
more than three million people are living with disability from
leprosy. Much of this disability can be prevented and the new
Global Strategy calls for increased efforts to reduce this
“burden” by preventing disability in new cases, by helping to
rehabilitate those with disability and by fighting stigma
wherever it exists.

Anju (name changed) surmounted leprosy to get back to
education and dance thereby proving that life does not come
to a halt on the detection of the disease. Now 19 years, she is
studying in a college. A multi-faceted girl, she is skilled in
Odissi dance, (has participated in festivals), local tribal dance,
teaching and tailoring. Life was going on smoothly till one day
when she noticed a skin patch on her left fore arm.
She reported immediately to the Government hospital for
a check-up. The Medical officer prescribed an ointment. After
a few months the patch spread to other parts of the body. She
also developed pain in right elbow (ulnar neuritis) and
weakness in the little finger on the right. A few days later
blisters developed over the ring finger and she had clawing of
little finger in her right hand.
Her father brought her to LEPRA Society and she was
diagnosed as having MB leprosy. Skin smears were positive.
Her parents became depressed and imposed restrictions on
Anju’s routine and asked her not to tell anybody about her
disease. Her education was also interrupted. Counselling by
LEPRA Society staff helped her realise the facts and in regain
her confidence.
She was hospitalised at Koraput for close attention. After
completion of steroid treatment and MDT, she was sent for

reconstructive surgery. Her deformity was successfully
corrected. After surgery she could regain her functional ability.
She resumed her education.
She took part in a Mega Dance festival at Konark where
many people applauded her as the pride of Orissa. Today she
is able to pursue dance seriously. Timely diagnosis, proper
treatment and counselling by LEPRA Society coupled with
Anju’s determination put her on the road to recovery and
achievement, she could now dream of more laurels and
accolades.
- Dr.P.Ranganadha Rao, LEPRA SOCIETY
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Type II (Erythema Nodusum
Leprosum) Reaction
Erythematous, painful, tendor,
subcutaneous nodules-ENL
(better felt then seen) appears
commonly on face, arms and legs.

l

Gradual onset.

l

Occurs in crops.

l

Leaves brownish pigmentation
when it subsides.

l

Nodules
on the
trunk

Nerves may be affected
(not common).

l

Common symptoms like fever,
joint pain and fatigue can occur.

l

Other organs like eyes, joints, bones,
testes, kidney may be involved.

l

Nodules
on the face

Type II Lepra Reaction - Contd.

Nodules in the upper limbs

Iridocyclitis in ENL (Circum-corneal congestion)
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