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OBJECTIVE OF THE WORKSHOP

International Leprosy Union organized workshop on Human Rights Violation.
main objective of this workshop is to make Persons Affected by Leprosy awa
about their Human Rights. This will enable the Persons Affeoyetieprosy to
regain their dignity, to recognize their Human Rights and bring them back in t
mainstream of the society.

1.

To brief the participants on the presentation of resolution of UN Huma
Rights Commission and to discuss the various issues arigingf ahis
resolution.

. To prepare aPlan of Actiobon creating awareness and implementing the

same in the leprosy colonies from the State of Patna.

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

State/National Policy to elimit@ discrimination and mainstreaming the
affected people and their family members.

. In order to achieve the Human Rights empowerment of the Perso

Affected by Leprosy is very necessary, so that they can participate in t
making decision affecting theivés.

. To undertake advocacy and other health issues.

. To empower the Persons Affected by Leprosy by advocating vario

livelihood projects.

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

steps to avoid disability and deformity.

. To ceate awareness about the discrimination laws.

. To fight against social stigma and discrimination.
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Leprosy, on the elimination of the stigma attached tortegy. Stigma is defined as
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Two Significant developments have been made in 2010 to recognize and enhaijce
dignity and Human Rights of Persons Affected by Lepmasd their family
members.

One is UN Human Rights Council Resolution 15/10 Elimination of discriminatio
against persons affected by leprosy and their family membetscompanied by
Principles and Guidelines (P&G) for the elimination of 30 SeptembelQ 20
(Published on 6 October, 2010 for general distribution)

The P&G was formulated by the Council Advisory Committee requested by tjje
Council in its resolutions 8/13 of 18 June 2008 and 12/7 of 1 October 20(0
incorporating views of stakeholder, especiallyrgmns affected by leprosy in it.
The council in its resolution 15/10 of 30 requests OHCHR to disseminate the PG
and encourages Governments, Other national and international agencies aljd
stakeholders in society to reflect the P&G in their policies andviies. P&G
would remain inactive even after the official approval, if no one takes an initiati

to utilize it in each country. People affected by leprosy needs to take a central rgje
to make sure that the P&G is followed on their countries, and for titety must

be aware of the ground reality of where they are, what they have been deprivel;
of, what they could seek, consider what need to be focused and what can be gJet
aside in their countries, and to work out a strategy their Leaders should conje

violation. The Seminar on State level is a perfect platform for them to sensitizle
the members of existing system of Judiciary, Law and Social Justice. It ill

channelize the system to agbthese P&G so that state can take all appropriate
legislative and administrative measures to modify, repeal or abolish exiting lawj,
rules, policies, regulations, customs and practices that discriminate directly r



indirectly against persons affected bgprosy and their family members of that
forcefully or compulsory segregate and isolate persons on the grounds of leprosj.

Preparation of the Seminar

ILU Team visitedRanchion 12" of November 2013 for preparatory work for
organization of the workshopnitially we contactedDr Shabir Hussain along

with him we met State Leader of Jharkhand NFI Shri Mohomad Jainnuddify,
Secretary of the HRIharkhandand discussed various issu@fien ILU team met
State Leprosy Officer Navinkumar SinhEhen ILU team caacted Justice
Vikramaditya Prasad Chairman JharkhawWdhanchal ldentification Commission

& Sr. Advocates of High couftohel Anwarand discussed about the prevailing
laws which can protect Persons Affected by Leprosy from HRs violation. Then LU
team dso ontactedDistrict Leprosy Officaxpressed their views that Awareness

of leprosy among the people affected by leprosy is there but due to social stignja
and discrimination people do not come forward to take treatment at early stag
which later on resits into deformities. Then ILU teaoontacted DistCollector&
President of Red Cross Sociatyd explained to them the purpose of organising

this workshop. Theprepareddraft schedule of the seminar

BACKGROUND

The InternationalLeprosy Union (ILHA) is one of the leading NGOs in the field of
leprosy. It was formed in 1986 by voluntary organizations and leprosy workejs
from over twenty developing and developed countries who recognized the neel
for linkage and networking among dikninded groups and individuals actively
pursuing the cause of eliminating leprosy and integrating those who are affectgfp
by leprosy into the mainstream of society.

International Leprosy Union is being the voluntary organization working this fielf;
for last 27 yrs. WHO has assigned to conduct 4 workshops in the country ¢



Human right Violation. Therefore, ILU has selected four states name
Chhattisgarh, Bihar, Jharkhand and Odisha. The main purpose behind selec
these states was these four states are emile states and the rate of prevalence
of leprosy is more than one peen thousand of population. World Health
Organization declares elimination of leprosy if thevalence rate is below one
per ten thousand of population. Therefore it was essential tganize workshop
for PersonAffected by Leprosyn order to create awareness about Leprosy
disease, timely, complete and proper treatment of leprosy to avoid deformity an
disfigurement. To make thersonAffected by Leprosgmpowered to combat
social stigna and fight against discrimination.

Leprosy does not just affect peofehealth. Apart from medical issues people
with leprosy face stigma and discrimination which can result in exclusion fro

their family and community and loss of access to their nseanemployment and
government facilities including education and healthcare. Relatives of peop
affected by leprosy also face stigma and exclusion due to their association wit
person with leprosy.

Awareness and understanding are the first steps tavaking action to tackle

leprosy.ILU organizes sensitization workshops, awareness events, pref

conferences and campaigns to sensitize local health workers.

Stigma is a negative opinion or judgment held against a person or group of peo
who aredlifferentofrom the norm. When stigma is acted upon these are acts o
discrimination. In India, a strong stigma is attached to leprosy and peoplé
affected by leprosy are often discriminated againkeprosy is seen as a curse or
a justified punishment for thse who have committed sins and is misperceived a
highly infectious and transmitted through touch aontaminatior® of common
goods like water or food.People affected by leprosy are prevented from
accessing community resources (e.g. water) or marrfimagmalo individuals and
are excluded from festivals, religious areas, employment, and education a
health care facilities.

Most of the Indian laws contain discriminatory provisions against people affecteg
by leprosy including prohibiting people affectdny leprosy from contesting
elections, obtaining a driving license and travelling in traifise law also allows

leprosy as grounds for divorce meaning a person affected by leprosy can lose thjfir



home, belongings and access to their childréfany legisators, legal bodies and
members of the Government are not aware of the existence of discriminato
legislation or its devastating impact on people affected by leprosy therefor
action has not been taken to end these practices.

Empowering people affectedybleprosy to take collective action to challenge
negative attitudes and legislation, which discriminates against them, is vital {fp
reduce stigma and protect their rights in the long teriVe are forming networks

of people affected by leprosy to advocatethe national, state and district level
for the repeal of discriminatory laws and, unthese laws are repealed, these
discriminatory laws are not usedAt the community level we are raising
awareness about the rights and entitlements of people affedvgdeprosy and
training grass root organizations on leprosy, stigma reduction strategies,
discriminatory legislations, human rights and advocacy. We are also mobilizifig
children to form peer groups and marginalized communities to form-rssf
groups toraise awareness and reduce stigma towards leprosy

Following Stakeholders participated in the Seminar

Inauguration

The workshopat Ranchi Jharkhandvas inaugurated by Justice Vikramaditya
Prasad ChairmanJharkhand/Vananchal Identification Commission. Sr Advocate
working in the field for last =

thirty years: One Supreme Courl

judge was also affected by lepros \
still there are many misconception: 1) |
about this disease. Today ' 4
treatment of leprosy is possible % &4 &
with the powerful medicine like

Multi drug therapy. As FloodsE
Storms comes it always leave sigi

when it go, similarly leprosy leave |
the deformity as a sign. Therefor

the laws should not Dbe




discriminatory All laws are prepared for the Human being. In our constitution in the
introduction, it is clearly stated that for every one there will be equastice irrespective of
social economicaéand political class of people, Freedom of speech, freedom of fraternity,
freedom of expression. Earlier schedule cast people are not allowed to enter in the temple
even to, access of public water supply faietit After independence under Constitution of India,
they were provided some Right. Even culprit also gets his right. Here NGO can play
important role. Under HR@nd SHRC all basic rights are Human Rights. There is no place
where you born from whh family you belong. Everyone in this country have equal rights
Therefore, the person born in dalit family became the President of this country.

Dr Kanchan Rai Coordinator NG@Vell-known social Activist working for
eradication of social stigma and digomination

Awareness about leprosy can
be created only when we will
succeed in demolishing stigma
and misconceptions about this
disease. There isawareness
about HIV hence, HIV is under
control. Leprosy never caused
simply by touching. Patch on
the body haing no sensation
is the preliminary symptom of
Leprosy. Incubation period of
| leprosy ranges from 5 to 10
| years. In urban area you can
get treatment quickly but in
rural area it is not so Traditions
Qustoms are the obstacles in getting quick treatment. ldger you can displaygsters, in the
prime locality, pyu can spread yaumessage in weeklynarket. You can make ruréderson
Affected by Leprosyour volunteers. We can take help of Government net work like Anganwad
workers. In post office we can displélgx board, It is essential to educate primary school
children. Through docudrama we can spread the message




Dr R.K. Srivastayndian Red CrossSocial Aatvist working in this field for more

than_twenty yvearsthan twenty years If you see god in Lepsy patlents then your
worship is succeeded, e g

cannot produce blood

artificially. Therefore, we

have to depend on

human blood. We should

understand our

responsibilities and

duties. We have to keep

our fellowmen alive.

When the patient is

completely curedPCR test

should be conducte@dnd if the patient is found swtablandflt for blood donation then only
blood should be taken by administration of MDT Leprosy patient cured completelycan

become eligible for blood donation. We should get the guidelifmtesn National Transfusion
council about the blood donation.

Shri Bhagvan Shankar Prasa@lanaging Director Jhd&hand Silk Textile
Corporation)

Always remember those who are financially good and sound always cothmaspect.
; Jharkhand Silk Industry can lpe
you in this respect. Jharkhand
tasar is famous for Sarees. In
Jharkhand 1200 Metric tons of
tasar silk isproduced. And in
another 3 years it will be 6000
tons. @riculture means silk
farming is profitable businessnd
can fetch good amount of money.
In Jharkhand alone, one lakh
people are engaged in this
business. We have Jharkhand
Textile Corporation. People are
earning good amount of money. We are providing training to these people, even marketir
training is also provided under CSR. Production, Marge Grading everything is done by our
people. For grade one silk good amount of money, people are getting. Now one man can e{frn
up to 4000 Rupees minimum per month, some of them are earning up to 6000 Rupees fjer
month. You can form SHG we will providaiytaaining, one SHG in Ranchi is producing 100 kg




of silk, 30 kg waste silk, which is also purchased by the Corporation at Rs 250/KG .You,
approach us we will provide all sort of help.

Dr. Navinkumar_Sinha Working in_the field of leprosy for last twety years.
(State LeprosyOfficer_Protection of Human_Rightsof people affected by

leprosy): Remember you have a

right to live with dignity. This thing

should be disseminated byway

nukkad, street show, drama, Kat

putali Dance etc. You must chanc

your negitive attitude; in every

hospital you are discriminate@ut

you should be treated like genere

patients. You now should not stay

in isolated Leprosy colony bu

should start living with the genera

public. In order to bring change ii

the mind set wup proper

information about Leprosy shoulc

be incorporated in the school

curriculum of the children. The advantage of Poverty Alleviation Programme \aér@uent
should be given tdPeople Affected bydprosyalso. Government benefit for 40% handicapped
personsalsoshould be extended t&eople Affected byLeprosyhaving 30% disaktii. People
Affected bylLeprosyalso provided disability certificates so that they cannot be deprived of the
facility.

Dr_Vijay Shankar Dad/ell-Known doctor working in the field of Lepsgy for 25
years: (Medical Officer Leprosy Eradication Programme Ranchi: Social Stig

and Discrimination): One should understand first what is stigma, Sex Workers, Jail convig

patients suffering from HPAIDS
these people face the stigmand
discriminaton. What is the ground
for discrimination; sometimes due
to lack of knowledge about Leprosy,
Blind belief about leprosy, Fear
about leprosy are some of the
prominent reasons of
discrimination. Many people in
society still think that it is aurse of
God, tis the fruit of sin, etc but now
it is the duty of every one of you to




remove this blind belief and make a clear picture of leprosy, Tell the public how leprosy (I
affected what is the scientific reason behind it. Secondly, you should take proper caverof

self, Should remain always very clean neatgl tidy, well dressed. Improve your interpersonal
relation in the society, in marriage ceremony, Family gathering etc. Today in 17 Natnoi¥)
States, laws contain legal discrimination. There is mligidiscrimination Islamiand Christian
discrimination. National appeal alone cannot reduce stigmadiscrimination.

Dr_Kumar_Alok WelltKnown surgeon working inReconstructive surgery of
Person Affected by Leprosfor last

15 years

First preventn is better than cure.

Therefore, as soon as you find that there

patch on the body, which has no sensatio

immediately, contact Leprosy Doctand

take further treatment. Early detection ca

save the nerve damage Remember once t

Nerves are damaged @annot be repaired.

However, disability can be reduced to so :

extend by reconstructive surgery. ldeal aggs '

for reconstructive surgery is between 15 t

45 years of age. After that, there is stiffness

in the nervesand therefore, surgery is not successflreconstructive surgery is to restore
function andform as far as possible and to prevent further disability. It also plays an importa
role in prevention of disability, and rehabilitation process. Reconstructive surgery can intervelije
claws, Hands, Wristrdp, recurrent wounds of handnd feet, chronic nerve painand nerves
abscesses. Motivation is the key factor since patient needs to be hospitalised for six week gjhd
will have to work at physiotherapy. Muscle paralysis should not be more than six we&ks to
years. There should not be any other disease like scandany deep crack wounds. Patients
should have completed cours# MDT for Six monthand shouldhot have taken steroid in past
six months.



Ram Belavadi(lIAS, Inspector General of Pois Retd.Present VicePresidentof
ILU Discriminationin Leprosy Law

As you are aware that Leprosy is no longer, remain as incurable disease. However, still [fhe
Laws, which were framed 50 years ago when Leprosy was incurable disease, have not ben
changed, which is injustice oRerson Afected by leprosy These derogatory laws need to be
changed. These laws includes Indian Railway Act, Hindu Marriage Act, Christen Marriage (J\ct,
Dissolution of Muslim Marriage Act, Divorce Act, Motor Vehicle Act etceTarsr about 16
discriminatory laws which needs to be changed.

Advocate Rajnandan Sah&r. Advocate High Court, Working in the field for 25

years: Provisions of Human Rights for Persons Affected by Leprosste is a
provision in the laws to protect thenierest of the Person Aected byLeprosy There is a
provision inlaw to protect interest of DisabledPerson Aected by leprosyalso should be
considered on priorityfor job opportunities. Thewlso should begivenproper training for job
opportunitiesso that they can live with dignity.

Abdul Allam Well-Known Sr. Advocateand Sr. Sanding councilMember Govt

of Jharkhand.: If there is any offence or discrimination takes place, it is considered as a ng




bail-able offence as in case of @@d ST. If anlyody is behaving with leprosy patient with
dejectionanddiscrimination, it is his violation of Human Rights. Every Human being has right
live with dignity, It is his fundamental Righasdif it is violated you can Write to Human Right
Commission. A dity person will be fined. If you write to Magistrate, a guilty person will be
fined as well as he will be given punishment also. Supreme Court has said that HRC
unlimited power. Whatever theaurt has a power the same power HRC can have.

Day-2, 2@h November2013
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On 29" of November all, the participants narrated their experiencasd problems. Initially
State Leader Shri M.D. Jainnuddin Narrated his experience, His story of empowermemtyvas
touchy and encouraging. At the outset he said we are Leprosy affected no doubt but still we g
human being. One discriminatory law, which prevent for granting Driving Licence to Lepra
Affected Person inspire of his good physical condition. Thi®gdgory law should be
immediately changed. We place our demand for separate commissioRdimon Afected by
Leprosyto then Chief Minister Arjun Munda but nothing has happened so far. We have simp
given the promise. We are getting very scanty amouhtpension i.e. only Rupees 4060/
However in other states it is 1800This disparity should be remove@ur state is rich however
we are not getting anything here.

Shri Mohamad Inhaj:Social Worker Speially working for the Persons Affected by Leprosy
(Coadinator Young Man Christian Associatiin




We are working in a Jagruti colony. We are getting some help from Norvey. Around thirteg
persons are working in slum area, there wasehectricity. More than 90%erson Aected by
Leprosy beg for survival irthe colony and nearby 10% people are working. Now electricit
connections has provided with our constant efforts. The population of the colony is around 1P
to 150. Now there is a drinking water facility. We have also constructed bathrooms for ladi
We ae running a Balvadi under the over bridge. We are also providing mid day meal to thfe
children. We are encouraging girls to appear fof"dgternally. Many of them have left the
school at & standard. We have one branch in Jagganathpur colony. We areusging
students for education. We are also providing uniform at subsidised rate at Rupee#f 50¢
youngster desire to take training we are ready to give them training.

Group Discussions.

After listening the experience dhe participants, all the participants were
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leader in the group which was interesting sessions fahalparticipants.

Group: A
Topic
I) Creating Awareness about Leprosy

II) Blood DonatiomndLeprosy

The group A realised that creating awareness about Leprosy is the only way to prevefnt
disability. Early treatment can save the patient from deformity.yrakso understood that if the
patient cured totally can donate blood after PCR test.

Group B

Topic

I) Empowerment oPerson Aected bylLeprosy
II) Human Rights d?erson Aected bylLeprosy

The understood that if person is empowered he can commangees If you are poor and
remain poor nobody will respect you, hence it is essential to start some livelihood project arn
earn money.Begging can give you some money but no dignity. Hence group decided to stgjt
some livelihood project after returning to ¢éhLeprosy colony.



Group thoroughly understood what the human rights are and how to protect HRs of Persolfs
Affected by Leprosy. What are the steps which can be undertaken in case of HRs violation. (fhe
Group decided to convey this massage in their Leprosyng by arranging meeting with the
people.

Group: C
Topic
I) Reconstructive Surgery Berson Afected bylLeprosy

We have learned about the Reconstructive surgery. Early detection can save the nerve damdglye;
once the Nerves are damaged it cannot be repai However disability can be reduced to some
extent, by reconstructive surgery. Ideal age for reconstructive surgery is between 15 to 45 ye{jrs
of age. After that there is stiffness in the nenasd therefore surgery is not successful. Some
complicationscan take place. Our objective is to prevent disabilities of faot hands
worsening of existing deformities in all needy cases both patient on treatraedtreleased

from treatment. Now when we will go to our colony we will find out who are Berson
Affected byLeprosywho can be suitable for Reconstructive Surgery.

Group D:

Topic

1) Human Right violation ®ferson Aected bylLeprosy

2) Legal Provisions in HR violationg*®fson Afected bylLeprosy

There is a legal provision in law to give punishinto the culprit. Creating atmosphere of
discrimination in the society is a violation of HR. We will go to our colony and call a meeting(fpf
the Person Aected by Leprosy and will create awareness about this. This will give
empowerment to fight againshjustice.

2) Legal Provisions in HR violationg*@fson Aected bylLeprosy

There are many legal provisions in law but generally we are not very serious about tlje
implementation. That is why the cases of HR violations are taking place in the societyiid

we will discuss in our colony and if any instance comes to our notice we will fight together f(jr
justice.

After the through discussion an Action committee of the entire groups was formed Shri Sitara
Mahato will be the coordinator of this committe He has been asked to visit various colonies
and take the review the progress done in the colony, He also has been asked to send ftfje
feedback to ILU for further necessary action.



Plan of Action

After the Presentation of action plan by group leaders, therkshop was
concluded by following remarks by:

. Inter Personal communication.

. Creating awareness about Leprosy in the School.

. Group discussion in the colonies.

. Community awareness programme.

. Presence and visit of State Leader in the colonies from tintiene.
. Training of sethelp groups.

. Forming street plays groups

All these can be implemented only with the active participation of the people an
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The Workshop was concluded by the Vote Of Thanks given by the Programme OfisleailSh
Birajdar.







