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Judgement passed on 14 September 2018

The petitioners have expressed deep concern over the 

fact that although a National Sample Survey of Leprosy 

was conducted by the Union of India, yet the said 

survey has never been brought out in the public domain. 

The desired results have not been achieved due to 

improper dispensation of the MDT drugs through the 

PHCs established for the said purpose. It is urged that 

the staff of PHCs display sheer lack of sensitivity while 

dealing with patients affected with leprosy as a 

consequence of which the level of stigma and isolation 

still prevails amongst the said patients. 

Several incidents have also been reported which have 

brought to light the discriminatory treatment meted out 

by the Government hospitals to leprosy affected 

pregnant women and cases wherein women have been 

refused treatment solely on account of being affected 

by leprosy. Another aspect, that is, the area of education 

has also been brought forth by the petitioners. It has 

been urged that lack of adequate education facilities 

would further magnify the sense of insecurity and 

stigma prevailing amongst the persons affected with 

leprosy. For any development to take place, the first 

step would be in the direction of ensuring quality 

education for the children who are the wards of people 

affected with leprosy.

It has been pointed out that several instances have come 

to fore highlighting that the persons affected with 

leprosy are being provided with APL cards and not BPL 

cards which prevented these people from claiming 

benefits under various schemes brought out by the 

Government, such as the Antyodaya Anna Yojana 

(AAY), which again deprives this section of the 

populace from claiming their right to food. Deprivation 

of housing and other basic civic amenities, adequate 

sanitary facilities and rehabilitation programmes are 

yet other serious concerns which, if not addressed, 

would lead to the entire reformatory process taking a 

huge setback.  Keeping in view the factual matrix in 

entirety and the submissions advanced, we think it 

appropriate to issue the following directions :-

(I)  The Union and the States are to undertake 

periodical national surveys for determining the 

prevalence rate and new cases detection rate of 

leprosy and, at the same time, publish and bring 

the reports of the National Sample Survey of 

Leprosy conducted in 2010-11 and subsequent 

thereto into the public domain. That apart, the 

activities of NLEP  must be given wide publicity;

(ii)   On leprosy day which is internationally observed 

every year on the last Sunday of January, the 

Union of India along with all State Governments 

should organize massive awareness campaigns to 

increase public awareness about the signs and 

symptoms of leprosy and the fact that it is 

perfectly curable by MDT. The content and 

information contained in the awareness 

programmes should discontinue to use 

frightening images of people disabled with 

leprosy and instead use positive images of cured 

persons sharing their experiences of being cured 

of leprosy;

(iii)  The Union and the States are to ensure that drugs 

for management of leprosy and its complications 

including the MDT drugs are available free of cost 

and do not go out of stock at all PHCs or, as the 

case may be, public health facilities in the 

country;

(iv)  All-year awareness campaigns should also be 

run, by the Union as well as the States, to 

inform the citizenry that under the NLEP, 

treatment is provided free of cost to all leprosy 

cases diagnosed through general health care 

system including NGOs;

      “Supreme court directs Government to treat leprosy affected on par with others”

. . . . ensuring quality education to children of people affected is the first step . . . .

 Dipak Mishra
Hon’ble Chief Justice, The Supreme Court of India, New Delhi, India
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(v)   The Union and the States must organize seminars 

at all levels which serve as platforms to hear the 

views and experiences directly from the former 

patients and their families as well as doctors, 

social workers, experts, NGOs and Government 

officials;

(vi) The awareness campaigns must include 

information that a person affected by leprosy is 

not required to be sent to any special clinic or 

hospital or sanatorium and should not be isolated 

from the family members or the community. The 

awareness campaigns should also inform that a 

person affected with leprosy can lead a normal 

married life, can have children, can take part in 

social events and go to work or school as normal. 

Acceptability of leprosy patients in the society 

would go a long way in reducing the stigma 

attached to the disease;

(vii) Health care to leprosy patients, at both 

Government as well as private run medical 

institutions, must be such that medical officials 

a n d  r e p r e s e n t a t i v e s  d e s i s t  f r o m  a n y 

discriminatory behaviour while examining and 

treating leprosy patients. Treatment of leprosy 

should be integrated into general health care 

which will usher in a no-isolation method in 

general wards and OPD services. In particular, it 

must be ensured that there is no discrimination 

against women suffering from leprosy and they 

are given equal and adequate opportunities for 

treatment in any hospital of their choice. To this 

effect, proactive measures must be taken for 

sensitization of hospital personnel;

(viii) Patients affected with leprosy, for whom partial 

deformity can be corrected by surgery, should be 

advised and provided adequate facility and 

opportunity to undergo such surgeries;

(ix)  The possibility of including leprosy education in 

school curricula so as to give correct information 

about leprosy and leprosy patients and prevent 

discrimination against them should be explored;

(x)  The Union and the State Governments must 

ensure that both private and public schools do 

not discriminate against children hailing from 

leprosy affected families. Such children should 

not be turned away and attempt should be made to 

provide them free education;

(xi)  Due attention must be paid to ensure that the 

persons affected with leprosy are issued BPL 

cards so that they can avail the benefits under 

AAY scheme and other similar schemes which 

would enable them to secure their right to food;

(xii) The Union and the States should endeavour to 

provide MCR footwear free of cost to all leprosy 

affected persons in the country;

(xiii) The States together with the Union of India should 

consider formulating and implementing a scheme 

for providing at least a minimum assistance, 

preferably on a monthly basis, to all leprosy 

affected persons for rehabilitation;

(xiv) The Union and the State Governments must pro-

actively plan and formulate a comprehensive 

community based rehabilitation scheme which 

shall cater to all basic facilities and needs of the 

leprosy affected persons and their families. The 

scheme shall be aimed at eliminating the stigma 

that is associated with persons afflicted by leprosy.

(xv) The Union Government may consider framing 

separate rules for assessing the disability 

quotient of the leprosy affected persons for the 

purpose of issuing disability certificate in exercise 

of the power granted under the Rights of Persons 

with Disabilities Act, 2016 (No. 49 of 2016).

Excerpts - PIL filed by Pankaj Sinha against Union of India 

and others [Writ Petition (Civil) No.767 of 2014
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Over the last few years, there has been a growing 

awareness among policy makers, NGOs, health 

professionals, and researchers of the importance of 

stigma reduction interventions. Stigma reduction 

interventions can target a specific type of stigma (e.g., 

internalized stigma, enacted stigma), a specific actor 

(e.g., the stigmatized individual, health professional, 

family member), or a specific level at which the stigma 

manifests itself (e.g., intrapersonal, interpersonal). 

Although targeted at a certain level, particular stigma 

reduction interventions often produce effects at 

multiple levels. 

Lessons from studies on stigma-reduction interventions: 

First, it is important that stigma-reduction interventions 

are not set up as one-off activities but are developed in 

such a way that they can be sustained. Hence, the 

interventions should be low cost, use materials and 

methods that are available in and appropriate to 

local settings, and are designed such that they can be 

executed by health professionals and the staffs of 

NGOs and disabled people's organizations (DPOs) 

in local settings. 

Second, the participation, not merely consultation, of 

a f f ec t ed  pe r sons  i n  t he  deve lopmen t  and 

implementation of stigma reduction interventions is 

important. The principle of 'Nothing about us without 

us' applies from a rights-based perspective, but 

evidence shows their participation also enhances the 

effectiveness of the interventions. In the Stigma 

Assessment & Reduction of Impact (SARI) project in 

Indonesia, people affected by leprosy co-designed the 

interventions and were involved in the implementation. 

For example, persons affected served as lay counselors 

or made the videos that were screened in the 

community. The participatory nature of the project was 

perceived as important for its success.

Third, a thorough understanding of the local context, 

world view, and knowledge, beliefs, and fears 

concerning leprosy is important for designing 

interventions and materials. The materials must be 

appropriate and effective to address the real needs of 

the people and to change their attitudes and behavior 

regarding leprosy. 

Fourth, stigma is a sensitive subject. For several 

reasons (e.g., because people have concealed their 

diagnosis from family members or neighbors, because 

of changes in power relations), there may be 

unexpected, unintended, and undesirable effects of 

stigma-reduction interventions. It is important to 

always ask for consent from the persons concerned 

when there is a risk that their status may be revealed. 

Furthermore, it is necessary to discuss very carefully 

how any materials such as photographs and video will 

be used. Having people and procedures in place that 

help deal with these issues in an appropriate and timely 

manner is very important. 

Evidence on the effectiveness of interventions is very 

scarce. Very few studies have attempted to compare 

methods or to examine the sustainability of the positive 

changes that have been documented. Proper data on 

the effectiveness and sustainability of stigma 

reduction interventions would greatly enhance the 

scientific credibility of those interventions and thus 

increase the potential funding opportunities for 

implementation. Appropriate interventions should 

also be developed, tested, and implemented. There is an 

urgent need for more studies on the effectiveness of 

stigma-reduction interventions in other settings.

Excerpts - Stigma Related to Leprosy-A Scientific View. 

The International Textbook of Leprosy; Part I – 

Clinical Sciences; Section 4-Rehabilitation & Social 

aspects; Chapter 4.5

“'Effective and sustainable stigma reduction interventions needed”

. . . . evidence of effective interventions needs potential funding . . . .

 Wim H van Brakel et al
Netherlands Leprosy Relief, Amsterdam, Netherlands 
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What mechanism has the Government put in place to 

disseminate the Principles and Guidelines to its citizens? 

(translation into local languages or any other)

Although the UN resolution was adopted in the year 

2010, in which India also participated and accepted, the 

Government has done nothing concrete within its own 

mandate to disseminate the Principles and Guidelines 

document. It is not available either in text or a web-link 

in either of the concerned central ministries, the 

Ministry of Social Justice and Empowerment (MSJE) 

and the Ministry of Health and Family Welfare 

(MFHW) under which leprosy falls.

Additionally, the document was not referred to by either 

the MSJE that drafted the initial Rights of Persons with 

Disabilities Bill, 2011 (RPD) or by MSJE or other 

concerned officials in the various edited versions of the 

said Bill in the preceding two years. This happened 

despite the fact that leprosy cured is a recongnised 

category of disability under the existing legal structure 

on disability under the PwDs Act, 1995, which was being 

reviewed to be replaced by the new bill to bring the main 

disability legislation in line with India’s international 

obligations on the subject matter of disability. 

The only UN document referred to and relied upon in 

the process of the RPD Bill has been the United Nations 

Convention on the Rights of Persons with Disabilities, 

2007 (UNCRPD). During our interactions with 

various officials of the government and its quasi-

judicial structures like the National Human Rights 

Commission and parliamentarians of the 

government, we found that most people within the 

system were unaware of the Principles and 

Guidelines document. Even a large majority of 

disability activists and professionals still remain 

unaware of the existence of India’s obligation under the 

Principles and Guidelines document. 

Have any policies, action plans or any other measures been 

taken at the national level to promote awareness-raising of 

the issue of discrimination against leprosy affected persons 

and their family members? 

The NLEP has come out with a ‘Guidelines on 

reduction of stigma and discrimination against persons 

affected by leprosy’. For the purposes of this document, 

NLEP has identified a close link between stigma and 

discrimination. The positive aspects of this guideline 

include the stress of working in collaboration with 

multistakeholders in the society and reaffirming that 

the implementing personnel/officers in each region can 

adopt any other initiatives and means to achieve the 

goal of reducing discrimination against persons 

affected by leprosy. However, this document is limited 

to persons affected by leprosy and fails to include their 

family members in its scope of application.

In addition to the above guideline, the NLEP came 

out  with a  document ‘Behaviour Change 

Communication – Strategy’ focusing on the need and 

use of IEC for raising awareness on discrimination 

and stigma against persons affected by leprosy. 

Under this guideline focus is laid on including persons 

affected by leprosy in village level gram-sabha 

meetings, health melas and cultural festivities as a 

means of reducing stigma and discrimination. 

The document provides in detail the activities that need 

to be done at Central, State, District and Block levels to 

have impact. However, little is known of the 

implementation and success of these measures.  Yet, 

self-stigma, stigma and discrimination remain an 

everyday reality for the higher majority of persons 

affected by leprosy.

Excerpts - TLMTI Responses to the UN on the Status of 

Adherence to A/HRC/29/5 for India

“UN Resolution 2010 : Mandate to disseminate the principles and guidelines”

. . . . stakeholders : NHRC, Government and NGOs unaware of India’s obligations . . . .

 The Leprosy Mission India Trust
CNI Bhavan, 16, Pandit Pant Marg, New Delhi, India
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'Elimination at national level', declared in December 2005 triggered a weak debate and a total 

unquestioning adherence of the government dictum.  The stakeholders had no clear view of its 

consequences. While 1 case per 10,000 population is good intermediate target to reach, 

considering it was also an endpoint for leprosy elimination efforts diluted the issues in its very last 

mile. This last mile is extremely critical, rather uphill and resource-intensive is different ways.

After 15 years, it is a recognized fact that there is no tangible decline in new leprosy cases being 

detected (and reported) every year.  It is indicative of the haste and short-sightedness of the 

definitions that guided the officials to record and report the attainment of 'elimination' status. This 

led policy makers and people to believe that the disease has been eradicated completely – zero 

leprosy transmission – zero new cases, which was far from the truth.

Firstly, the new leprosy cases detected are incorrectly called as 'hidden cases'.  These cases in fact 

represent “an active reservoir of infection in the community” and are responsible for transmission 

of disease.  This situation is 'precariously' close to resurgence of leprosy. This calls for corrective 

actions.

Secondly, 'elimination' has become an eluding phenomenon (as is also evident with the polio, 

tuberculosis and the very recent HIV stories).  This is mainly due to an absence of an effective 

post-elimination programme strategy to correct and root out the misreporting.  Hence, a serious 

rethinking on methods of validation and case holding of all new cases in the community.

Thirdly, the system of case detection based on self reporting and the annual search campaigns 

involving the public health functionaries had a result indicative of the persisting problem and the 

inadequacy.  NLEP reported 1,20,334 new leprosy cases in 2018, which mean that in every four 

minutes, one person is diagnosed with leprosy in India. Unfortunately, this regressive 'trend' is 

unabated since 2006.  Reversing this trend demands intensifying selectively focused community 

level efforts to identify the hotspots of the infectious cases.

Fourthly, need to question the system's reluctance to record actual new leprosy cases for fear of 

losing its 'elimination' status administratively.  There is an urgency to reorient the programme 

based on the objective indicators. A nation-wide sample survey was conducted by ICMR in 2016 

on the recommendation of Indian Parliament appointed committee and this revealed a large 

number of cases that go undetected by NLEP pan-India.  It is high time, we reconcile with reality.

Finally, a vigilant and proactive actionable programme involving all key stakeholders is needed to 

pull the NLEP out of the muddle. Decisions on the course of action should be evidence-based to 

effect a change in reducing the disease burden and subsequently, disability, stigma and 

discrimination.  Collective and concerted thinking can help NLEP to find answers to several 

critical issues in evolving and clinching a new perspective that can guide us to propel a new 

strategy towards a leprosy free India.

our point of view

‘Elimination’ of leprosyA
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Reducing disease burden

In retrospect: The success of SET (Survey - Education - Treatment) strategy (1955) under NLEP 

with the inclusion of MDT (1983) has undoubtedly contributed to the drastic reduction of disease 

burden in our country. This has prompted the Government to integrate the leprosy services into 

general healthcare system in 2002.  However, this integration and the assumption that leprosy 

'ceased to be a public health problem' countrywide has proven to be short-sighted and erroneous; 

15 years of integration failed to build capacity of the general health care staff to carry out the key 

functions of leprosy control.

Absence of an alternative strategy: The crucial programme components such as active case 

detection and case holding activities, skin smear examination to diagnose infectious leprosy cases 

were abandoned during post-elimination. Downsizing the structures and tools for monitoring led 

to total absence of surveillance and measures of valid data collection from the field.  The 

unrelenting disease burden has placed leprosy control in an unreliable slippery path of resurgence. 

Scientifically, the continued transmission is at the root of the persistent disease burden.  This is due 

to absence of an alternative strategy that could have effectively stood in the way of weakening of 

control measures under NLEP in the integrated settings.

All case detection campaigns were ritualistic – too late an effort to prevent disability: Aimed 

at detecting 'early' leprosy, NLEP launched annual campaigns among selected districts and states 

without an impact on reduction in disability burden. The 'flip side' of these campaigns is its failure 

to add any incremental benefit in reducing the disease burden.  The large number of cases detected 

through such annual campaigns didn't alter the overall annual detection rate.  The good news is 

that the NLEP is reported to be rethinking on the effectiveness of this expensive short-term 

campaigns for case detection.  As of now there is an apparent effort to refocus on the public health 

system and community engagement.  However, redefining the objectives and priorities of NLEP 

is urgently needed with the focus on ground level activities.

New effort: Yet again an attempt to reduce the disease burden with post exposure prophylaxis 

with single dose rifampicin (SDR) for all contacts of new leprosy cases launched under NLEP 

merits attention.  GoI launched it on 2 October 2018 across the country.  However, the scientific 

community is yet to be convinced on the efficacy and cost-effectiveness of this major intervention 

in reducing the disease burden.

ALERT-INDIA advocates, 

Ÿ Need to take on a surveillance-based control mechanism, inbuilt into the programme, by 

narrowing down on the 'hot spots' through systematic epidemiological enquiry coupled with 

intensified, selective case detection and allied vital interventions.  Alongside these, also 

focusing on evolving new epidemiological indicators and tools to measure outcome.

Ÿ It will be useful to concur with WHO guidelines for treatment and monitoring tools, while 

assessing programme performance.

Ÿ Efficacy of such an approach to reduce disease burden warrants active engagement of 

stakeholders from public health & civil society to bring about a long-term impact.

our point of view

B
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our point of view

Tackling disability and stigma

Bacterial cure is an easy response, given the access to drugs. The disability and stigma associated 

with leprosy, which indicate delayed detection are the signs that need closer monitoring, response 

and tracking. In the current format, the NLEP accords least attention to the concerns of the people 

affected physically, as a result of leprosy. Once disabilities set in, social rehabilitation becomes 

very challenging and demanding for those affected whether they are living in the community or 

are in self-settled colonies and institutions.

Disability: The mid-term evaluation report, 2016 of NLEP estimates more than three million 

people with deformities caused by leprosy living in our country – this is a direct result of the 

absence of risk assessment, follow up and counselling. It implies that a substantial number of 

people among them who live with impairments could have been identified and addressed sooner 

and that they will now need support through their life span. Interventions required for prevention 

and care of disabilities, its complications, counselling, training in self-care and other 

socioeconomic measures essential for quality of life that is often not addressed.

Stigma: The stigma associated with leprosy and seclusion of those affected by the disease persists 

in different measures. Discrimination and stigma lead to mental affliction - depression and anxiety 

- with the burden of self stigma and fear of exclusion by the society. Acceptance of the people 

affected by leprosy in the society will go a long way in reducing the stigma and discrimination.

Discrimination: A significant development in recent times is the public interest litigation that had 

challenged 119 statutory provisions that are discriminatory of people affected on the grounds of 

leprosy.  In response, the Supreme Court of India has passed directions to the Government to 

ensure the rights of people affected by leprosy and eliminate discriminatory attitudes towards 

leprosy. In yet another positive step, the Indian parliament passed an amendment to remove 

discrimination against leprosy patients in various laws, especially those governing marriage and 

divorce, across faiths.

What needs to change?

Routine leprosy control programme needs inclusion of tools and methods to detect and treat nerve 

damage early to prevent occurrence of new disability. Disability Prevention and Medical 

Rehabilitation (DPMR) programme under NLEP has a lopsided priority of allotting resources 

only for 'correction' of disability and no programmatic support to 'prevention' related activities.  

This calls for a decisive review of selective emphasis on surgical corrections that can help patients 

to overcome the effects of disability and associated stigma.

A community-supported multi-faceted programme is needed for an effective implementation of 

the directions of Supreme Court. UN guideline to eliminate stigma and discrimination against 

leprosy are a useful guide in this regard. Real change requires proactive policies and plan to 

counter stigma with community action, coupled with peer group and family support to ensure ease 

of social life; this will also include bringing back those stigmatised, ostracised from the society.  

Above all, a renewed social will and wave to revamp programme priorities at the primary and 

secondary level by way of education and engagement, thus ensuring appropriate responses to the 

needs of affected people.

C



Awareness, Early Detection, Treatment & Training

Leprosy Referral Centre: Disability Prevention & Care Services



      . . . . A prediction sadly true today!

Can leprosy be eradicated from India?
1 2Prakash Kotecha  and Trudy Harpham

1. Medical College Baroda, Gujarat, India and
2. Health Policy Unit, London School of Hygiene and Tropical Medicine, UK

In 1982, when the government declared the National Leprosy Eradication 

Programme (NLEP) after 27 years of the National Leprosy Control Programme 

(NLCP) - in 1955, the total number of registered leprosy patients - and 

estimated number about 5 million - was the highest ever recorded since the 

inception of the programme. This by itself indicated that the country was far 

from achieving control and, at that stage, to turn to the eradication 

programme was paradoxical.

Instead, it should have been time for introspection as to why the control 

programme was unsuccessful. The aim to eradicate leprosy from India was 

political - no technical expert would have thought eradication by the year 

2000 (proposed by WHO) was feasible. The introduction of a timebound 

eradication programme may have initially brought enhanced resources and 

funds but has a danger of serious setbacks at a later date when failure looms.

Source: Health Policy and Planning; 6(1): 82-85: Oxford University Press 1991

Anti-leprosy Day (2020) observation by the delegates of the 
th48  National Conference of Indian Association of Dermatologists, Venereologists & Leprologists at Pune, 30 January to 2 February 2020

Photo courtesy : Dr. Claudio Salgado, President of the Brazilian Hansen Disease Society.

30
 ye

ar
s l

at
er


