Health, and access to health, is a fundamental human right. It
is a valued asset and holds enduring relevance to all of us.
Every State is, therefore, duty-bound to protect, promote and

restore the physical and mental well-being of all people and
also to facilitate access to affordable, accessible, effective,
timely, quality health care to all persons irrespective of their
age, sex, race, religion and financial status. This presupposes a
world where there are no disparities in health or access to
health between individuals or communities or population
groups. The reality is far different. There is usually an apparent
mismatch between the health needs of the community and the
health care provided to them. This is more pronounced in
certain population groups, referred to as underserved. Such
underserved population groups are found in every country
irrespective of its development status. The magnitude is high
in developing countries.
The term underserved refers to limited access to service. Here
we mean leprosy service. Since leprosy control is integrated
into general health, limited access to general health service
translates into leprosy service too.
The populations are underserved for two reasons: difficulty of
access; and nonuse of service in spite of reach. Underserved
populations are characterized by two distinct attributes:

inequity and barriers to access. Equity defines fair and just
distribution of resources. It does not mean everyone receives
the same services or the same number of services, but the
service provided is based on need. Health care service may be
totally nonexisting for a specific population group or whatever
health service is available may take care of some elements
while totally excluding other equally important ones (may
cater to the maternal and child health needs of the population
but not to those with disease like leprosy). Access is more than
availability of services. It is also more than utilization of
services. Access assumes that services are provided in a way
that is responsive to the needs of the health consumers and is
open to participation by the clients in the planning of those
services.
The underserved populations may live in specific geographic
area (forests, riverbanks, deserts, mountains) or may have
special characteristic that denies them opportunity for access
(tribal, nomadic population, immigrants, internally displaced
due to war, civil disturbance, social unrest, economic or
climatic crisis) or may live in special facility (prison). It is
entirely conceivable that individuals who belong to
underserved populations may face difficulties in obtaining
care because of quantifiable shortage of personnel and
facilities; experience discrimination because of differential
treatment given by health care providers; receive treatment
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that does not adequately meet their needs; get services that may not match their cultural,
social, economic backgrounds (appropriateness); encounter difficulty in using the service
because of lack of information (health care literacy); show reluctance in using it because they
have multiple needs that are not met (disabilities); they find it difficult to access because of
certain barriers (homelessness, migratory or seasonal employment, availability of
transportation) or they are not satisfied with the service. All these barriers need to be
addressed appropriately for providing reasonable access to health care.
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Potential response for improving access to underserved populations should start with
identifying population groups typically excluded from health care, studying their health
status indicators and assessing access to care currently available and areas of need.
Comprehensive approach to bring the underserved populations into the health service
framework includes actions to be taken at organisation, patient, provider and community
levels.

Dr. M.A. Arif (NLR)
Mr. B. Vijayakrishnan

Actions at Organisation level:
l
Study, experiment, plan, develop and propose models, strategies, practices with proven

effectiveness in reducing and ultimately eliminating health disparities and that are
sensitive to the needs of the specific population groups while supporting integration..
l
Promote

effective leadership with firm commitment to patient-centred plans and

activities.
l
Appropriate use of all available technology to reach remote locations.
l
Introduce

mobile clinics wherever feasible as part of integrated service. Link
programmes through coordination.

l
Form committee with community participation for planning and decision-making.
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l
Provide appropriate information and education;
l
Introduce convenient service hours, flexible delivery models;
l
Use of translators;
l
Involve their representatives in planning and decision making

Actions at Provider level:
l
Preservice and post recruitment training initiatives;
l
use of interdisciplinary team,
l
diversity in choice of personnel,

9-10

l
cultural

competence (interpreters and cultural translators, staff from local, use of family
records)

Actions at Community level:
l
outreach (meetings)

10
11-12

l
volunteer

health advisors like traditional healers for one-to-one education, referral,
involving support groups, organising health camps and peer supervision;

l
education and information (advocacy, workshops, peer education programme);
l
partnerships

or networks with other health care providers, community organisations
(Business and commercial organisations; schools, colleges, universities; Faith-based
organisations; Service organisations; Farmers' clubs; Committees; Media; Private health
care providers; Non Governmental Organisations) for sharing expertise or resources to
control costs and to improve quality of care.

l
Generating

effective, meaningful community participation is a labour-intensive effort.
Look for agencies and organisations that can provide guidance, information and
expertise.
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UPDATE

NATIONAL LEPROSY ERADICATION PROGRAMME

National State Leprosy Officers Conference
Thiruvananthapuram – 4th and 5th December 2008

The State Leprosy Officers conference at National level was
held in Thiruvananthapuram on 4th and 5th December 2008,
attended by about 80 participants. Out of the 35 State
Leprosy Officers, 27 SLO or their representative attended the
conference. Other participants were from the WHO, ILEP,
Govt. of India, AIIMS, Patna Medical College, CLTRI, RLTRI's
Raipur & Aska, NOVARTIS CLC Project, Bombay Leprosy
Project, SIHR&LC Karigiri and few Medical Colleges in
Kerala. The conference was held with ILEP fund. Local
arrangement for organizing the conference was managed by
the State Leprosy Office, Kerala with full support from the
state NRHM and the Health Directorate, Kerala.
The following are the recommendations:
1. The States/UTs will work towards building up a team for
cohesive leadership with higher level of trust, engage in
lively and unfiltered debate, over-communicate the
organizational clarity with lower formations to get better
and faster results. (Action – All States/UTs)
2. Increase in new case detection is fine if the diagnosis is
correct, because once the cases are treated, transmission
potential will be reduced. Therefore, at this stage validation
of case diagnosis is important which should be around
20%, if not more. (Action – All States/UTs)
3. Treatment Completion Rate (TCR) estimation is being
done and reported by most of the states. Few remaining
states should take up the activity in right earnest as per the
guidelines issued by the Central Leprosy Division.
(Action – Defaulting States/UTs)
4. Too fast changes in data trend should be considered as
abnormal. Such situation need to be carefully analyzed to
look for operational factors creating problem.
(Action – State/Centre/Partners)

5. Drug supply and management system need to be looked
into by the states and suggest if they desire any change in
the present system. (Action – States/UTs)
6. Delay in release of funds from the State Health Society to
the districts in a few states is causing undue difficulty in
starting the activities, which will affect in completion
of the planned items. This need urgent attention.
(Action – concerned States)
7. Involvement of ASHA into the programme has shown
improved case referral for diagnosis and in case
follow up for regular treatment. All States should complete
training of ASHA early and put them in leprosy work.
(Action – All States)
8. Leprosy programme is an integral part of the NRHM in
states. The programme management unit under NRHM
should be fully utilized before any additionality is
requested by any state unit. (Action – All States)
9. The XIth Five year plan for NLEP has now been approved
by the GOI and Govt. order has been issued to all the
States/UTs by the MoH&FW. The Programme
Implementation Plan (PIP) was also distributed to the
SLO's during the conference. The States/UTs may now
implement the approved plan. (Action – All States)
10. The state should prepare the Action plan for the year 2009-10
as per the new PIP and follow the instruction and time frame
given by NRHM, so that sanction and release of fund can be
given by April 2009.(Action – District/State/Centre)
11.To change the visible face of leprosy, Disability Prevention
and Medical Rehabilitation (DPMR) need urgent
application. All the medical colleges in the country should
Contd. in page 4
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have the facility and involvement in performing
Reconstructive surgery in persons affected by leprosy.
States have to own up programme for RCS and utilize the
medical colleges, for leprosy work and also in providing
training. (Action – All States)
12.Change in mind set in some of the surgeons and other
professionals including PHC medical officers is essential,
so that discrimination against persons affected by leprosy is
stopped. This will also bring in sustainability to the services
provided. Guidelines on stigma and discrimination issued
by the Central Leprosy Division should be followed
properly. (Action – All Partners)

14.Follow up of child cases with high risk is a necessity even
after they are Released From Treatment (RFT), to prevent
disability later on. (Action – All States)
15.Urban Leprosy Control Plan implementation need more
focused attention to improve upon the coverage as well as
the treatment completion rate. Guidelines issued by GOI
regarding fund utilization under the 11th plan should be
strictly followed. (Action - All States)
16.Apex institutions like AIIMS can help not only in providing
quality services to the persons affected by leprosy but also
in conducting controlled study on alternative drugs in
Relapsed cases.

13.After RCS is done, follow up of the case is important. The
guidelines on RCS provides scope for such follow up which
need to be strictly followed.
(Action – All Partners/States)

The fourth Meeting of ILEP Member Representatives in India
was held at Thiruvananthapuram, Kerala on 4th December
2008

Issues discussed:
• ILEP UPDATE:
LEPRA Society to contribute articles for the next issue of
UPDATE due in January 2009.

• DPMR guidelines:
ILEP members and GOI have been given PDF files of the
guidelines in CD and they can print any number of copies if
and when required..

• Standardisation workshop:
Dr.Porichha would be requested to complete the
Assignment by the middle of December so that the final
draft could be ready by the end of December

• Magnitude of disability study:
A study collecting available data and estimate the possible
number of total cases with disability in the country by
using a working format for data collection will be organised
by Dr. Ranganadha Rao.

• National Support-2009
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• Strategic Planning:
ILEP to discuss with CLD about possibility of conducting
National level strategic planning workshop with technical
and financial support from ILEP.

• Partnership with Corporates:
ILEP could play advocacy role in sensitising Corporate
bodies to seek their active participation in key areas of
leprosy control

• Dr. Ranganadha Rao referred to the important element in
ILEP support in the MOU with Government of India -

ILEP would agree to support Zonal meetings instead of

operational research. It was decided that each member

National level meeting. Finalisation of the details of the

would identify based on his experience issues that needed

support plan will be done after consultation with Dr. Joshi

focussed enquiry and circulate to other members.
UPDATE

Her Majesty Queen Paola, visited the Damien Foundation

the project. The Queen interacted with persons who had

supported project Holy Family Hansonorium, Fathimanagar

affected by leprosy, TB and HIV, and with persons undergone

in Thiruchirapalli, Tamil Nadu on 11th November 2008.

reconstructive surgery.

After traditional welcome the Queen was taken around the

The Queen was very much pleased with what was being done

project by the welcoming committee consisting of

in the project and appreciated the services to the underserved.

Dr. Rita Adaikalam - Director of the project, Dr. Claire Vellut -

The Queen was accompanied by Public Officials from

DF Trustee, Mr. Rigo Peeters - General Secretary of

Belgium including Ambassador to India, his wife and media

Damien Foundation, Belgium and Dr. P. Krishnamurhty -

persons.

Secretary - DFIT. She evinced keen interest in the activities of
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The story of Rosy is the story of struggle against disease,

When she came to HFH she was frail, frustrated and deeply

discrimination and prejudice and of determination against all

depressed with a forlorn look permanently etched on her face.

odds. Don't shed tears for her. She would be happy if you shed

Her grandfather when he knew that she had leprosy was

your prejudices and preconceived judgments!

devastated. He died one month after Rosy was admitted at

Shall we begin?

HFH. It was an irreparable loss for Rosy. She was like an

Born into a lower middle class family with five siblings to

orphan, nobody to turn to, nobody to relate her woes to.

compete for parental attention, love and affection came at a

Gradually, she started interacting with inmates of the hospital

premium for Rosy. When she was denied tenderness from her

and found willing shoulder among the sisters there. Her

drunken father and a frustrated and busy mother Rosy

deformities in the feet and hands were surgically corrected.

naturally turned to her

She spent a long ten years in the

grandfather (mother's father)

hospital. The Doctor and sisters

who showered her with love.

in the hospital tried to get her

Tragedy struck her at the age of

married but no one was willing to

ten. Suddenly she found that she

have an alliance with her. Rosy

was not able to lift her feet due to

lost interest in marriage. She was

paralysis and there were ulcers in

taught sewing and was given a

her right foot. It was her

motorized sewing machine.

grandfather who took her to a

She began earning some

local doctor who said that it was

income. Her father never came

due to disease of nerves and

to the hospital to see her. The

prescribed some drugs. When

only occasional visits from her

there was no improvement she

family were from her mother.

was taken to a bone specialist by

When her father died due to

her grandfather on the advice of

alcoholism and none of her

one of his friends. Even after 6

sisters or brother was willing to

months of treatment which cost

stay with her, Rosy decided to

him Rs.4000 there was no

leave the hospital and help her

improvement in her condition.

mother.

The grandfather was severely rebuked by her father for

She is not happy, but she is not dispirited. She is staying with

wasting money and said that it was leprosy and was not

her mother, earning a steady income for them by stitching

curable. Treatment was stopped. She developed fever and her

clothes for neighbours and working in paddy field. She gets

fingers in both hands became crooked. This time it was the

ulcers in her foot repeatedly in spite of her diligent self care.

turn of ayurvedic treatment. Her father started ill-treating her

Her sisters and brother refuse to visit them; but the neighbours

and her four sisters and brother avoided, ignored and rejected

are kind to them. Rosy does not blame the family. She has

her. She had no one to turn to except her grandfather. One of

come to accept everything as part of her life. For her the

their relatives during her visit to the family saw her and advised

sewing machine is her companion, the mother is her solace.

them to take her to Holy Family Hansenorium (HFH) in

Everything else is meaningless to her.

Fathimanagar.
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Leprosy may not kill but it often destroys life. Inability to eke

affected with leprosy and living with disability are

out living because of poverty is compounded by inability to

identified using objective criteria and measures to improve

sustain livelihood because of disability. Such persons deserve

their living are taken. Help is provided in the form of

support.

safe shelter, or facilitation of education of their children,
livestock, or self employment. Also included is the support

Damien Foundation, recognising the needs of such people,

given to poor TB patients in the form of supply of food grains

has schemes for providing the much-needed assistance so as

to the patient and the family members during the treatment

to enable them to reintegrate themselves in society with

period.

respect. This aspect of leprosy service is generally not given
much importance by the Government because of various

DFIT has so far supported 229 patients (Live stock-110;

limiting factors. Damien Foundation has taken up this issue

Self employment-28; House repair- 25; education support

seriously and has decided to enhance its involvement

to children of leprosy patients- 23; and food grains for

in activities related to livelihood enhancement of

TB patients- 43).

leprosy-affected persons and their families. Persons
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Mr. K.A .Gulammohadeen, aged 66 years, is one of the
beneficiaries of Livelihood Enhancement Program (LEP)
through St. Mary's Leprosy Centre project at Salem supported
by Damien Foundation. His spirit of camaraderie to help
others in need is worthy of emulation.
While studying in 9th standard he noticed a small patch in his
left thigh. A school teacher sent him to Government hospital
diagnosed to have Leprosy and was put on Dapsone tablets.
There was no progress and he soon left the school on his own
in order to avoid the taunts from his fellow students. His heels
developed severe cracks and ulcers started to set in. The ring
and little fingers, of his left hand became bent. He became
worried. His relatives sent him to Government Leprosy centre
where he was again treated as an out patient. He visited a
private general hospital at Vellore where he was treated for his
ulcers, given MCR footwear and did reconstructive surgery for
his hands.
After 3 years he started his life afresh by working in a grocery
shop, running small tea stall and ended up with whole sale
rope business. He married second time. Maintaining two
wives and four children became a daunting task and soon his
earnings also dried up. Family squabbles and his 'status'
created conditions unbearable for him and soon he left the
house and began to wander. He started begging at Durgahs in
different parts of India. His ulcers started troubling him again.
He returned home. His first wife had died and second wife
threw him out of the house. He was lying on the road with flies
swarming his ulcers totally abandoned. He was contemplating
suicide. The leprosy workers of NGO in Salem saw him and
took him to their hospital. They gave counseling. His leg was
amputated and he was given a two-wheeler. He started his
small business with the two wheeler support and started to
rebuild his life. The NGO purchased a plot of land and
constructed a small building. A petty shop was built with the
financial support under LEP and soon the business picked up
and he began to earn enough for a decent living.
His relatives and his children have started visiting him. He
lends his helping hand to disabled persons in his area by
arranging for help near and far for them. He doesn't hesitate to
close the shop to escort another unfortunate man in need to
where ever help is available.
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Contd. from October 2008 Issue
Complications of advanced disease
Most late complications are easily prevented by MDT, so are
rarely seen these days, but it is important to refer patients with
unusual complications:

regular basis, using the checklist in section 4.6 enables new
nerve damage to be detected in time and treated.

Eye problems
Leprosy can lead to blindness because of damage to the
cornea, or due to damage to the internal structures of the eye.
Refer to an eye specialist any patient who has decreased
vision, or has a red or painful eye.

Reactions requiring treatment with steroids may be suspected
when patients have symptoms suggestive of new nerve
damage, such as numbness, or muscle weakness in the hands
or feet; they should be referred to a specialist unit where they
can be monitored and treated effectively.

Facial and other deformities
The sunken nose, loss of eyebrows and the so-called 'leonine'
face, which used to be characteristic of untreated MB leprosy,
are cosmetic problems leading to severe stigma and
discrimination. Fortunately, these are now rare. Plastic surgery
is needed to correct these lesions.

The following signs also indicate that a reaction is severe and
that the patient must be referred:
l
Red, painful, single or multiple nodules in the skin with or
without ulceration
l
Pain or tenderness in one or more nerves, with or without
loss of nerve function
l
Silent neuritis - nerve function impairment, without skin
inflammation
l
A red, swollen skin patch on the face, or overlying another
major nerve trunk
l
A skin lesion that becomes ulcerated, or that is
accompanied by a high fever
l
Marked oedema of the hands, feet or face
l
Pain and/or redness of the eyes, with or without loss of
visual acuity
l
Painful swelling f the joints with fever

Internal medical conditions
Chronic untreated leprosy (fortunately no longer seen) and
chronic ENL reactions (still a serious complication in a small
proportion of patients) may lead to internal medical
complications. Such patients need referral to the appropriate
specialists.
Psycho-social problems
Psycho-social problems are related to widely-held beliefs and
prejudices concerning leprosy and its underlying causes, not
just to the problem of disability. People with leprosy often
develop self-stigma, low self-esteem and depression, as a
result of rejection and hostility of family and community
members. Such negative attitudes are found also among staff
in the health services, including doctors. These need to be
addressed urgently. People with psycho-social problems may
need to be referred for counselling or other help.

5.8 What are leprosy reactions? How are they
suspected andmanaged?
The long-term problems related to leprosy (deformity and
disability resulting in stigma and suffering for the patient and
their family) are due to damage from leprosy reactions. Early
detection and effective management of reactions are thus very
important. Longer-term assistance for people with nerve
damage is covered in sections 6 and 7.
A leprosy reaction is the sudden appearance of symptoms and
signs of inflammation in the skin lesions of a person with
leprosy. There is redness, swelling and sometimes tenderness
of the skin lesions. New skin lesions may appear. There may
also be swelling , pain and tenderness of nerves, often
accompanied by loss of function; sometimes loss of nerve
function occurs without other signs of inflammation, making it
much less obvious - so called 'silent neuritis'.
Recent (that is within the last six months) loss of function in
one or more peripheral nerves is the main reason for steroids
to be prescribed in leprosy. Monitoring nerve function on a
ILEP-INDIA /JANUARY 2009

Peripheral level

Reactions which show none of these signs of severity, but
which are limited to mildly inflamed skin lesions, may be
treated symptomatically, with aspirin.
Referral level
MB patients with nerve damage present at the time of
diagnosis are at high risk of further damage (section 6.1) and
should be examined regularly. Monitor nerve function on a
monthly basis (or at least every three months) using the
checklist in section 4.6. Recent nerve function impairment
(appearing within the last six months) is the most important
sign of a reaction requiring treatment with steroids.
There are two types of reaction: reversal reaction (or Type 1)
and Erythema Nodosum Leprosum (ENL or Type 2). Both
types can occur before the start of treatment, during treatment,
or after treatment has been completed. Both types can be
divided into mild or severe: only severe reactions are treated
with corticosteroids. Patients with single skin lesions are
unlikely to get reactions, but most other patients have some
risk of getting a reversal reaction; only a much smaller group of
MB patients with a high load of bacilli are at risk of developing
an ENL reaction.
Distinguishing between the two types of reaction is usually not
difficult: in a reversal reaction, the leprosy skin lesions
themselves become inflamed, red and swollen; in an
ENL reaction, new inflamed, red nodules (about 1-2 cm
Contd. in page 10
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across) appear under the skin of the limbs or trunk, while the
original leprosy skin patches remain as they were. In addition,
ENL reactions cause a general feeling of fever and malaise,
while reversal reactions cause less systemic upset.

Signs of a severe reversal reaction
If any of the following signs occur, the reaction should be
treated as severe:
l
Loss of nerve function - that is, loss of sensation or muscle
weakness
l
Pain or tenderness in one or more nerves
l
Silent neuritis
l
A red, swollen skin patch on the face, or overlying another
major nerve trunk
l
A skin lesion anywhere that becomes ulcerated
l
Marked oedema of the hands, feet or face
Severe reversal reactions should be treated with a course of
steroids, usually lasting 3 - 6 months. Steroids should be
prescribed by someone properly trained in using these

drugs. There are a number of important side-effects
associated with steroids, so a careful assessment must be
made of any patient requiring them.

Signs of a severe ENL reaction
If any of the following signs occur, the reaction should be
treated as severe:
l
Pain or tenderness in one or more nerves, with or without
loss of nerve function
l
Ulceration of ENL nodules
l
Pain and or redness of the eyes, with or without loss of
visual acuity
l
Painful swelling of the testes (orchitis) or of the fingers
(dactylitis)
l
Marked arthritis or lymphadenitis
ENL reactions are complex medical problems requiring
careful management by experienced clinicians. Short courses
of steroids are often used, but other drugs are also useful.

Meeting of the NGOs in leprosy sector in Andhra Pradesh
(Abstract from report by Dr. Manimozhi and Mr. M. Sathiraju )
Within the broad framework of integrated leprosy control
the role of NGOs is considered crucial for ensuring access to
quality care. A Partner meeting of Government, NGOs working
in NLEP including those supported by ILEP agencies and
representatives of persons affected by leprosy was conducted
on 13th December 2008 at Hyderabad.
The major objectives were:
l
To bring clarity to the understanding of the range of services

from NGOs available in the State.
and achieve enhanced cooperation and
collaboration between government, NGO's and groups of
persons affected by leprosy for bringing improvement in the
quality of care.
l
Set up a system for communication and reporting.
l
Identify the gaps in service delivery and formulate suitable
plans.
l
Identify areas, needs and address challenges in capacity
building.
l
Explore

Mr. Narasappa, President of Society of Leprosy Affected
Persons in his remarks referred to the challenges faced by
persons affected by leprosy in accessing care in general health
set up, lack of importance given to them in the disability
programmes and appealed to the partners to ensure the
reddressal of these grievances.
Dr.Rajkumar SLO, stressed on the importance of Public
Private partnership and observed that NLEP was at a crucial
stage and that the referral systems to handle complicated cases
and bacteriological examinations need to be strengthened. He
also mentioned about the condition of perosns affected by
leprosy in leprosy colonies and urged prompt social and public
health action.
Dr.Bhaskar The State ILEP Coordinator, introduced the
new oprational guidelines, reporting systems and formats for
the use of NGOs. Dr.Ranganadha Rao spoke on the
importance of referral centres and presented some case studies
showing that timely interventions could prevent disabilities.
Dr.Manimozhi spoke on the role of NGOs in improving access
to quality leprosy services.
The NGO representatives during group discussions
identified possible areas of participation by NGO for improving
the quality of service to the leprosy affected persons.
1. Strengthening referral services including skin smear
examination, physiotherapy, minor surgery, footwear to
persons affected by leprosy.
2. Focused area specific IEC activities and advocacy.
3. Adequate attention to rehabilitation
4. POD services

The State Leprosy Officer Dr.P.S.Rajakumar, Joint Director
Dr. Jaganmohan Reddy, the District Leprosy OfficerHyderabad and Dr.Rehna Begum from the Government sector;
Dr Ranganadha Rao (Chief Executive, LEPRA) and
Dr Manimozhi (AIFO) from ILEP agencies and representatives
from persons affected by leprosy participated in the
deliberations.
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• Prepare updated list of persons with leprosy related
disabilities in collaboration with Government Health
Staff
• Training to concerned Health Staff
• Demonstrate activity based care
• Monitoring and Supervision of self care by field staff
• Linkages with peripheral staff
UPDATE

ILEP-INDIA /JANUARY 2009

11

