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Leprosy is one of the oldest and most dreaded diseases known to humankind. 

While not fatal, the physical deformity that results has stigmatized sufferers for 

thousands of years, turning them into social outcasts. In 1981, an effective cure 

for leprosy multidrug therapy- becomes widely available for the first time.  

Since then, over 14 million people around the world have been liberated from 

the disease. Our message is simple: Leprosy is curable, treatment is free and 

social discrimination has no place.  

But discrimination based on prejudice towards persons affected by leprosy is 

deep-rooted in societies worldwide. Although the disease is very difficult to 

contract misguided notions endure- that it is hereditary, highly contagious, the 

result of a person’s past wrong doings or that it is punishment. Whole families 

suffer as a result. In total, an estimated 100 million people are still affected by 

serious discrimination.  

 

Social excluded and economically deprived, they are forced to live in slums or 

condemned to a life of poverty. Fearful that by speaking out they will invite 

further discrimination, for long years they have been vowed into silence. This 

silence reinforces the stigma that surrounds them. Article 1 of the Universal 

Declaration of Human Rights states that ‘All Human being are born free and 

equal in dignity and human rights.’ This is not the case for people affected by 

leprosy who continue to suffer legal, social, and economic discrimination. Are 

we to allow this situation to persist in the 21st century?  

 

We hereby call on people around the world to free leprosy patients, recovered 

persons and their families form discrimination and to create a society in which 

much they are able to enjoy their fundamental human rights.  

We further request that all government consider this issue seriously and take 

actions to improve the present situation as soon as possible. 
 

 

                          

OBJECTIVE OF THE WORKSHOP  
 

 

International Leprosy Union organized workshop on Human Rights Violation. 

The main objective of this workshop is to make Persons Affected by Leprosy 

aware about their Human Rights. This will enable the Persons Affected by 

Leprosy to regain their dignity, to recognize their Human Rights and bring them 

back in the mainstream of the society.  



1. To brief the participants on the presentation of resolution of UN Human 

Rights Commission and to discuss the various issues arising out of this 

resolution.  

2. To prepare a „Plan of Action‟ on creating awareness and implementing 

the same in the leprosy colonies from the State of Odisha.  

3. To build and empower a pressure group to assist Government to adopt the 

State/National Policy to eliminate discrimination and mainstreaming the 

affected people and their family members.  

4. In order to achieve the Human Rights empowerment of the Persons 

Affected by Leprosy very necessary, so that they can participate in the 

making decision affecting their lives.  

5. To undertake advocacy and other health issues. 

 

6. To empower the Persons Affected by Leprosy by advocating various 

livelihood projects. 

7. To create awareness about the disease in order to take timely remedial 

steps to avoid disability and deformity. 

8. To create awareness about the discrimination laws. 

 

9. To fight against social stigma and discrimination. 

 

 

 

Preparation of the Seminar 
 

 

ILU Team visited Bhubaneswar on 7
TH

 of December 2013 for preparatory work 

for organization of the workshop. Initially we contacted Secretary of the HRC 

Bhubaneswar and discussed various issues Then ILU contacted Sr. Advocates 

of High court and discussed about the prevailing laws which can protect them 

from HR violation. Then ILU team contacted DIG Police he agreed that in 

many cases the violation of HR takes place in the Police Station itself however 

in that case Persons affected by leprosy can approach higher authority in groups 

so that they can get the justice. Then ILU team also contacted Public relation 

officer he expressed that if the cases of HR violations are brought to the notice 

of the press and if constant follow up action is done, these cases can be 

highlighted in the press and pressure on government can be created to give 

justice to the persons affected by leprosy. State leprosy officer and District 

Leprosy Officer expressed their views that Awareness of leprosy among the 

people affected by leprosy is there but due to social stigma and discrimination 

people do not come forward to take treatment at early stage which later on 

results into deformities. Then ILU team contacted Dist. Collector, Ministry of 

Health and Family welfare, Chief Secretary of Bhubaneswar and prepared draft 

schedule of the workshop. 



INTRODUCTION & BACKGROUND  
 

 

”ILU has focused its programmes and activities, besides the medical elimination 

of Leprosy, on the elimination of the stigma attached to leprosy. Stigma is 

defined as “A continuum of a social reaction to leprosy beginning with total 

rejection to total acceptance.” 

Two Significant developments have been made in 2010 to recognize and 

enhance dignity and Human Rights of Persons Affected by Leprosy and their 

family members.  

 

One is UN Human Rights Council Resolution 15/10 Elimination of 

discrimination against persons affected by leprosy and their family 

members. Accompanied by Principles and Guidelines (P&G) for the 

elimination of 30 September, 2010 (Published on 6 October, 2010 for general 

distribution) 

The P&G was formulated by the Council Advisory Committee requested by the 

Council in its resolutions 8/13 of 18 June 2008 and 12/7 of 1 October 2009 

incorporating views of stakeholder, especially persons affected by leprosy in it. 

The council in its resolution 15/10 of 30 requests OHCHR to disseminate the 

P&G and encourages Governments, Other national and international agencies 

and stakeholders in society to reflect the P&G in their policies and activities. 

P&G would remain inactive even after the official approval, if no one takes an 

initiative to utilize it in each country. People affected by leprosy needs to take a 

central role to make sure that the P&G is followed on their countries, and for 

that, they must be aware of the ground reality of where they are, what they have 

been deprived of, what they could seek, consider what need to be focused and 

what can be set aside in their countries, and to work out a strategy their Leaders 

should come together and discuss the issues and give presentation on their 

Human Rights' violation. The Seminar on State level is a perfect platform for 

them to sensitize the members of existing system of Judiciary, Law and Social 

Justice. It will channelize the system to adopt these P&G so that state can take 

all appropriate legislative and administrative measures to modify, repeal or 

abolish exiting laws, rules, policies, regulations, customs and practices that 

discriminate directly or indirectly against persons affected by leprosy and their 

family members of that forcefully or compulsory segregate and isolate persons 

on the grounds of leprosy. 

  

 

 

 

 

 

 



 

 

 

Swami Aatmaprabhananda, (Chairman Secretary of Ramakrishna Math, 

Odisha, is a well-known social worker and he has a good association with 

the persons affected by leprosy): He inaugurated the workshop. In his 

inaugural speech, he said, “He has worked with the Leprosy affected people and 

he found that the MDT is very powerful medicine for Leprosy”. If properly 

administered Patient can be cured within a year. However, the stigma attached 

to this disease is horrible and we have to fight continuously to remove this 

stigma. Due to this, the people hide this disease for a longer period until then 

the disease take the worst position but, fearlessly, if you come forward and take 

immediate treatment deformity can be avoided in the future. 

 

Dr. Shabbir Hussain (Physical Anthropologist have been working for the 

upliftment of Persons Affected by Leprosy for Jharkhand, Bihar, Uttar 

Pradesh & West Bengal, since 1989): Stigma of leprosy is as problematic as 

disease itself. With advent of 

MDT the disease is not only 

treatable but also curable, but 

stigma still makes it 

complicated and social 

problem. The social 

acceptance of cured leprosy 

patients / Persons Affected by 

Leprosy remains a critical 

intervention for integration of 

the people in the society. In 

spite of best efforts by the 

government and voluntary 

agencies, the social 

acceptance is still a problem 

being faced by the leprosy affected.  

 

Suggestions of Stigma Reduction Strategies   

 Gramsabha meeting can be organized where villagers and patients will  

participates together  

 A committee can be perform involving teacher, political leader, 

influential person, energetic youths, ICDS workers etc. At first the 

committee members will  organized camps villages to reduce stigma 

Following stakeholders participated in the Seminar 

 



 Village’s leader should allow patients in different meetings; they should 

co-operate with patients and help them in their needs. 

 Patients should given emotional support by family members and 

community members, treat like other patients, give opportunity for 

employment. 

 Patients should take treatment immediately after detection of leprosy to 

prevent deformity, which is essential for reduction of stigma. 

 We should take the confidence of females as we head of the family of 

community. 

 Old person having more stigmas so we should give more motivation to 

old person. 

 Women health worker/volunteer should be employed for awareness. 

Campaign in villages to reduce stigma among women.     

Self-care practices and care concept camp much useful to reduce stigma 

 

Dr. Tapas Patra Dy Director Of Health Leprosy: (Deputy Director of 

Health services working in the field of Leprosy for 10 years): 

  

LEPROSY caused by 

Mycobacterium leprae.  A 

chronic Mycobacterium 

disease affects primarily 

nerves and skin. Good 

prognosis if detected early, 

Treated promptly, Managed 

correctly, Leprosy is easily 

diagnosable-treatable and 

curable.   

Why Leprosy is so important Progressive disability in unattended and untreated 
Persons Affected by Leprosy. How deformity is occurred, 1) No treatment is 



taken 2) treatment taken late 3) Treatment taken is irregular 4) Treatment taken 
is incomplet 5) No self care advised or practiced. Since advent of MDT the face 
of Leprosy is changed. Incurable disease Maharog, Now curable disease 
Leprosy. Yet society is not ready to believe that Leprosy is a common Health 
problem. Therefore it is essential to know Leprosy, Understand, and treat 
Leprosy. Determinant of Leprosy.  

 
Prafulla Kumar Sahu  (Chairman Centre for Youth and Social 

Development, Leading NGO leader of civil society organisation leader, 

Involved in social services including leprosy for last forty years): 

He explained; about the 

principles and guidelines for 

elimination of discrimination 

against the people affected by 

leprosy and their family 

members. It is a call to the 

conscience of every citizen of 

this country to end 

discrimination against the 

people affected by Leprosy and 

also to advocate for repealing 

laws discriminating them call is 

about working for respecting 

and restoring the dignity of 

people affected by leprosy. P&G would remain inactive even after the official 

approval, if no one takes an initiative to utilize it in each country. People 

affected by leprosy needs to take a central role to make sure that the P&G is 

followed on their countries, and for that, they must be aware of the ground 

reality of where they are, what they have been deprived of, what they could 

seek, consider what need to be focused and what can be set aside in their 

countries, and to work out a strategy their Leaders should come together and 

discuss the issues and give presentation on their Human Rights' violation. The 

Seminar on State level is a perfect platform for them to sensitize the members of 

existing system of Judiciary, Law and Social Justice. It will channelize the 

system to adopt these P&G so that state can take all appropriate legislative and 

administrative measures to modify, repeal or abolish exiting laws, rules, 

policies, regulations, customs and practices that discriminate directly or 

indirectly against persons affected by leprosy and their family members of that 

forcefully or compulsory segregate and isolate persons on the grounds of 

leprosy. 

 

 

 

 

 



Umesh Nayak State Leader National Forum:  Every Persons Affected by 

Leprosy should understand 

meaning of HRs Violation. Many 

times Human Rights are violated 

because of our bad habits like 

begging. Unless, we give up 

begging habit, we cannot get 

respect and dignity. We should 

find solution for our livelihood. 

We should learn how to live with 

dignity and self-respect. We 

should not demand respect and 

power but we should command 

respect and power and that we will get only when we will empower ourselves. 

 

Dr S. N.Pati (M.D. consultant NLEP): Central Leprosy Division. 

Directorate General of Health Services:  

 

He explained about the policy 

of National Leprosy 

Eradication Programme as 

follows 

 

 Decentralized 

integrated leprosy 

services through 

General Health Care 

System.  

 Early detection & 

complete treatment of 

new leprosy cases.  

 Carrying out house hold contact survey in detection of Multibacillary 

(MB) & child cases.  

 Involvement of Accredited Social Health Activists (ASHAs) in the 

detection & complete treatment of Leprosy cases for leprosy work.  

 Early diagnosis & prompt MDT, through routine and special efforts.  

 Strengthening of Disability Prevention & Medical Rehabilitation 

(DPMR) services.  

 Information, Education & Communication (IEC) activities in the 

community to improve self reporting to Primary Health Centre (PHC) and 

reduction of stigma.  

 Intensive monitoring and supervision at Primary Health 

Centre/Community Health Centre.  

 

 



R.K. Choudhari (IAS) Secretary Human Right Commission: 06742570968 

He explained, how Human 

Rights relating to liberty, 

equality and dignity of the 

individual. Human Right 

commission can play very 

vital role in solving cases of 

HRs Violation.  Human 

Right Commission has vast 

powers; Commission can 

investigate for that 

commission has own team. 

You can file the complaint 

in your mother tongue or in 

Hindi or English. No fee is 

required to file the 

complaints. Then he explained how commission is conducting enquiry and what 

are the steps taken after the enquiry is over. 

 

 

Venugopal Naidu (Vice Chairman National Forum):  

 He appealed to the 

participant not to beg in the 

future. You yourself are 

losing your dignity and self-

respect. Begging may gives 

you more money but what is 

the respect you are getting? 

You are a human being, and 

not the animal. Self-esteem is 

more important than 

anything is else. Who can be 

empowered? One is able and 

another is unable. We are 

one crore thirty lakh Persons 

Affected by Leprosy in the country. Even from each colony one or two persons 

starts some business, will help to empowered themselves and also encourage 

others. There are many difficulties, which we have to face like competition, lack 

of education, lack of skills and Stigma is also the main obstacles in the 

development of the Persons Affected by Leprosy. Unless we struggle, we will 

not gain anything. Many of us do not want to stay in leprosy colony but who 

will provide us houses and shelter, who will give alternative accommodation. In 

spite of several difficulties, we have to march ahead. Today we have captured 

the land we are staying there since long, tomorrow are we getting land or not? 

We do not know, what will be Govt policy? Hence, take the advantage of the 



Govt facilities now available. Many things are written in law and order but 

nothing is happening. Unless we fight and struggle for our rights, nothing we 

are going to get. National Forum has demanded Rs 3000/- pension. In some 

states, we are getting pension ranging from Rs 800 to Rs 2000/- That means we 

have to find ourselves some job or business for our livelihood. Stigma will not 

go unless we live in clean and tidy condition. Make yourselves to look 

attractive. Ugly dress and unhygienic condition will make our life further 

miserable. Change of mindset is the need of hour.  

 

Sharad Bhosale (Station Director All India Radio Retired, Director EMRC 

Yashada, Station Manager Gyanvani IGNOU, Presently Executive 

Director ILU PUNE): 

   

 

He explained about the National Appeal guideline for discrimination of Persons 

Affected by Leprosy and their family members. 
 
1) Common, equality and indiscrimination. 
 
2) Guidelines for children Women and other insecure groups, Home and 
Family. 
 
3) Guidelines for society and people living in the house, Partnership in political 
life 
 
4) Employment and Self-Employment, Education.  
 
5) Discriminatory Language, Participation in Social and Cultural Programme. 
 
6) Health Care and Standard of living.  
 
7) Creating Awareness, Study of State Govt Development programme, and its 
implementation. 
8) We are together marching towards empowerment. 



Day -2, 24th December 2013. 
 

The day started with the recap of previous Day’s programme.  

 

Technical Session 

 

Ram Belavadi (Sr. IAS Officer, Inspector General of Prison Retired, 

Working for last 40 Years for the Persons Affected by Leprosy, Vice 

President ILU Pune): 
 Since leprosy is cent 

percent curable by MDT, 

The derogatory laws 

need to be changed. 

These laws include 

Indian Railway Act, 

Hindu Marriage Act, 

Christen Marriage Act, 

Dissolution of Muslim 

Marriage Act, Divorce 

Act, Motor Vehicle Act 

etc. There are about 16 

discriminatory laws, 

which need to be 

changed. In all; there are 

about 19 laws, which need amendments. In this regard, we have sent a petition 

to Law ministry. We have not received any reply. In Railway Act, there is no 

mention of word Leprosy. Same is the case with public transport system, in 

beggar’s act beggars are detained in beggar home for indefinite period if he/she 

is Leprosy affected; Infact there is no need to detent a person only because 

he/she is Persons Affected by Leprosy. Even criminals, Murderer are also 

released after certain period. You cannot deny licence to a Persons Affected by 

Leprosy if he/she is fit to receive licence. We have to fight for our rights. ILU 

can create awareness.   

Himadri Mahapatra: Sr. IAS 

Officer, Ex Secretary & 

Member of Human Right 

Commission 
He explained the role of 

Human Right Commission. If 

you understand the role then 

only you will be able to 

approach the commission in 

proper way. You also should 

know what are the Human 

Rights and how & why these 



rights are violated. Try to settle your problems amicably by discussing with the 

local people and if it is not settled then you can approach police and launch a 

complaint. And as a last resort you can approach HRC for justice. 

After the deliberations of the all faculties, the Persons Affected by Leprosy 

narrated their experiences.  

 

Group Discussions.  
        
        After listening the experience of the participants, all the participants were 
divided in to 4 groups and given a topic to discuss about the learning’s of the 
two day’s seminar and present it in the form of chart and presentation by one of 
the leader in the group which was interesting sessions for all the participants.  
 
In group A  
 
Topics  

1. Social Stigma and discrimination 
2. Creating Awareness about Leprosy 

Participants realised that Social Stigma and discrimination is the main cause of 
Human Rights violation. 
Creating awareness about this disease is the only way to avoid deformities and 
disabilities. 
 
Group B:  

1. Role of Urban society in violation of HR violation 
2. National Appeal 
Realised that for the cases of HRs violations can be fightout effectively 
together. 
Learnt the importance of National Appeal.  

 
Group C: 
Topic Empowerment of Persons Affected by Leprosy 

1. Role of NGO’s in HR violation 
 

     Participants realised that unless economic status of Persons Affected by 
Leprosy is not improved discrimination and social stigma will not go. We can 
undertake lively hood projects which can be started by forming SHG. 
  
 
Group D:  
Topic-  
1. Role of HRC in violation of HR rights of Persons Affected by Leprosy. 
2. Law and Leprosy. 
Participants gained the confidence that if cases of HRs violation took place 
HRC can take stringent actions. Proper approach to HRC is important 
  
 After the group discussions ILU proposed to form the Action Committee to 
take the follow up action. However all the participants including State leader 
and Vice Chairman NFI opposed to form the action committee but assured that 



they will take follow up action from time to time and send feed back to ILU as 
well as WHO. 
  

Plan of Action 
After the Presentation of action plan by group leaders, the workshop was 
concluded by following remarks: 

1. Inter Personal communication about Human Rights violations. 

2. Creating awareness about Leprosy in the School.  

3. Group discussion in the colonies. 

4. Searching the cases of Human Rights violations and bringing it to the 

notice of HRC. 

5. Community awareness programme.  

6. Presence and visit of State Leader in the colonies from time to time.  

7. Training of self help groups.  

8. Forming street plays groups.  

All these can be implemented only with the active participation of the people 
and let’s hope for the best.  
 
The workshop was concluded by vote of thanks given by the Programme 
Officer Shri Shrishail Birajdar. 
 
 

Agenda of the Workshop organised at Bhubaneswar from 23 to 24 Dec 
2013 

 



 

 



 
 



 
 
 



 

 
 



 

 



 

 



 



 

 
 



 
 

 



 

 

 



 

 



 

 

 



 

 



 

 



 

 

 



 

 

 



 

 

 

 

 

 

 

 

 

 

 



 

 

 

 



 

 



 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



 

 

 

 

 

 

 

 



 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



 

 

 

 

 

 

 



 

 

 


