


























Things You Should Know......

Prevalence rate of leprosy on the rise in Madhya Pradesh
Nida Khan, Hindustan Times, Indore, Updated: Jul 29, 2015 20:47 IST
Once a major source of social stigma for those inflicted and the reason for setting up the National Leprosy
Eradication Programme (NLEP) in 1990, leprosy was considered mostly conquered, with several states,
including Madhya Pradesh, showing significant improvement over the years.

However, a recent report by the Director
General of Health Services, New Delhi shows
that the debilitating disease is back with a
vengeance as incidences of leprosy have
increased in the state in the past five years.

According to the report, the annual new case

detection rate has gone up from 7.86% in 2010

-11 to 8.90% in 2014-15. A total of 5,922 cases

were recorded by April 1, 2015, giving a

prevalence rate (PR) of 0.77 per 10,000

population. Also, a total of 333 child cases
were recorded in 2014-15, which shows the PR of 4.81 among children.

A communicable disease, leprosy is caused by bacteria and mainly affects the skin and nerves. It progresses
slowly with an average incubation period of three years. It has a low mortality but high morbidity, making the
patient physically, socially and psychologically handicapped, especially with the age-old stigma associated
with the disease.

The report also highlights the poor situation in Indore, which has made it to the district’s list of high endemic
diseases for the year 2015. A total of 404 cases were detected during 2014-15, 316 cases in the year 2013-14
and 269 cases in the year 2012-13.

The administration, however, feels the increase can largely be attributed to increased awareness about the
disease. “We have a very alert system. The Asha workers and health officers are made in-charge of
performing door-to-door operations. Their job is to ensure that awareness about the disease is maintained at
the grassroot level. So, an increase is being recorded due to this,” said Dr Sharad Pandit, Joint Director of
Health Services, Indore.

The health department also says the huge influx of people from neighbouring states, especially from
Maharashtra, Uttar Pradesh, Bihar and Odisha, was another reason for the spurt. “The actual prevalence of
leprosy in Madhya Pradesh is less than 1 per 10,000 population, (but) the constant migration of people from
endemic states worsens things,” added Dr Pandit.

An annual budget of Rs 12-15 lakh, excluding medicines, is sanctioned for the purpose. This year too, the state
government has issued a special budget to check the spread of the disease. “We have an issue with migratory
workers. Attempts are on... to keep a tab on them and hopefully the special budget will help us find a way
out,” he said.

Source : http://www.hindustantimes.com/indore/prevalence-rate-of-leprosy-on-the-rise-in-madhya-
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General Update

“Mly top priority would be for ensuring evidence informs health policy”, says new ICMR Head.

Dr Soumya Swaminathan has recently been appointed as Director General, Indian Council of Medical
Research (ICMR) and Secretary of Department of Health Research, Ministry of Health and Family Welfare,
Government of India. Earlier she has served as Director, National Institute for Research in Tuberculosis in
Chennai from 2008 to 2015.

She spoke with Citizen News Service (CNS) about her priorities for accelerating progress towards a TB free
India, as well as in the field of medical research.

Dr Soumya Swaminathan, Director General, ICMR

Dr. Soumya Swaminathan is currently Scientist G (Director Grade) in the Department of
Clinical Research at the National Institute for Research in Tuberculosis (formerly the
Tuberculosis Research Centre) in Chennai and leads the research programme on TB/HIV. For
the past two years, she served as Coordinator for Neglected Priorities Research at the
Special Programme for Research and Training in Tropical Diseases (TDR) at the WHO,
Geneva.

She is also Honorary Adjunct Professor of Medicine at Tufts
University, USA. She holds an MBBS degree from the Armed
Forces Medical College, Pune, an MD in Pediatrics from
AlIMS, New Delhi and was a Fellow in Pediatric
Pulmonology from the Childrens' Hospital of Los Angeles
USA. She is a fellow of the National Academy of Medical
Sciences, New Delhi and the Indian Academy of Pediatrics
and serves on many national and international scientific
committees.

She holds the honour of having won the President's Gold
medal for best academic performance and the Kalinga Trophy for best all-round outgoing
student performance during her under graduation. She is currently serving as a member of
the Editorial Board of the prestigious International Journal Clinical Infectious Diseases and is
a peer reviewer for several more including the Indian Journal of Pediatrics, Indian Pediatrics,
Journal of Tropical Pediatrics, Indian Journal of Medical Research, International Journal of TB
and Lung Diseases, Journal of AIDS and the BMC group of publications.

She has over 140 publications in peer-reviewed journals and 13 book chapters to her credit
on various topics in the field of pediatrics, tuberculosis and HIV. She is also providing
ongoing research support to National AIDS Control Programme, the Department of
Biotechnology and the Indian Council of Medical Research. Her research group is well
funded with several grants from national funding agencies as well as the National Institutes
of Health, USA.
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Source : http://www.citizen-news.orq/2015/08/reducing-disease-burden-in-india.html|

Here are some excerpts from her interview:

Q: What are the top 3-5 key actions you intend to take as DG ICMR and Secretary, Department of Health
Research, for accelerating progress towards a TB free India?

Dr Soumya Swaminathan: It is critical for India to address tuberculosis (TB). My top priority would be for
bringing evidence to inform policy based upon hard data. So | would like to focus upon more real time data
collection, surveillance and data analysis to inform the Ministry of Health and Family Welfare, so that it can
make evidence-based interventions in the programme. ICMR can play a big role in providing data and
evidence.

My second priority will be to establish a research consortium (or research partnership) for TB, where all
scientists sit together—from Council of Scientific and Industrial Research (CSIR), Department of
Biotechnology (DBT), Department of Health Research (DHR), Department of Science and Technology (DST),
as well as Ministry of Health, among others. This consortium will identify the top priorities for India, pool
their resources and work together. This work could be around understanding the epidemiology of TB
transmission better and finding out why there are certain hotspots for MDR-TB; doing clinical studies for
better treatment regimens for MDR-TB; development of indigenous diagnostics (this is already going on);
and work on vaccines. As funds are limited, we need to pool our resources to avoid duplication and
redundancy. We will have to work together. DBT Institute is good in basic science, while ICMR can do
clinical research.

We also need to focus on a few things for paediatric TB. The first one is expanding access to high quality
diagnostics as use of GeneXpert improves the diagnosis of paediatric TB--it not only confirms TB but also
picks up drug resistance. In the last year or so in a four-city project where more than 100,000 sputum
specimens from children were tested, 600 odd tested positive and out of these 600, about 10% had
Rifampicin resistance. This came as a surprise to the paediatric community—they were not expecting such
rates of drug resistance in children. Expanding access to good quality diagnosis and appropriate treatment
for children can go a long way to reduce mortality. Bringing down the incidence of TB in children will also
involve expansion of contact tracing within the family of index TB cases detected both in the private as well
as public sector; early detection of cases and then identifying vulnerable children below 6 years and putting
them on chemo prophylaxis; for the contacts of MDR-TB cases it will basically be contact screening and
keeping them under close surveillance as we do not have evidence base for prophylaxis. The daily
treatment regimen for TB has to be scaled up both in the private and public sector.

TB rates among children with HIV are very high, even if they are on antiretroviral therapy (ART). And yet, a
lot of this TB is being missed, as all of them are not being screened for TB, and even when they are, patients
are asked to go somewhere else for diagnosis and we often lose the patient along the way. So there is a
need for training the staff and also having good diagnostic facilities available on site at ART centres to
ensure that as far as possible diagnostic tests are performed right there and the child is not made to go to
another place for TB testing.

Q: Please share some of your plans to improve medical research? Which issues will be prioritized?

Dr Soumya Swaminathan: We have to work on diseases of public health importance. As far as non-
communicable diseases (NCDs) are concerned, hypertension, diabetes and mental health absolutely need
attention—they cannot be ignored as they are affecting a large number of people and causing a lot of
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disability in adults. In case of communicable diseases, along with TB and malaria, we will try to focus
on eliminating diseases like kala azar (Leishmaniasis), Filariasis and measles. Another top priority would be
to address under nutrition in children —doing research to find out the challenges at the ground level and
also to find its impact on health conditions.

The second major priority would be to build capacity for biomedical research in our medical colleges and
universities across the board. | would like to focus more on clinical and epidemiological public health
research.

Malaria is another important area to focus on—especially drug resistant malaria. If we look at the
distribution, there are pockets of very high malaria prevalence—mostly in tribal and remote rural areas.
ICMR institutes are already working on strategies to tackle this. There are small pilot projects that work, but
they need to be scaled up and that has to be done through the programme. Working with the programme is
important. It has to be a two way process—programme should tell what the priorities and bottlenecks are
and we need to find solutions and feed them back into the programme.

(Note: It is a matter of great pride for all of us that a humane scientist of the calibre of Dr Swaminathan has
been appointed to head ICMR--the apex body for the formulation, coordination and promotion of biomedical
research in the country. She is a strong champion for civil society and a person of great integrity. | am sure
all of us will help her, in whatever way we can, to realize her plans).

Shobha Shukla, Citizen News Service - CNS
August 14, 2015
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Project Events

TRU support

The Technical Resource Unit supports three units i.e. St Joseph’s Leprosy Centre ,Referral Centre — Indore
Medical College and Referral Centre - Victoria Hospital, Jabalpur. These are well-established centre for
Reconstructive Surgery.

The Technical Resource Unit (TRU) also supports the cases affected with leprosy in various ways by establishing a
network of surgical team with Regional Leprosy Training and Research Institute (RLTRI) and involving them in pre
and post-operative management, provides social justice by enabling the leprosy—affected to vent their
grievances, in collaboration with IDEA India supports the leprosy colonies of the State. The Victoria Hospital in
Jabalpur is a referral centre that treats the complicated cases of leprosy. The centre acquired a reputation as a
model referral unit, a training unit for NLEP and government health staff of the State.

A live telecast programme was arranged by the TRU to share and discuss the misconceptions in leprosy, was well
appreciated by stakeholders.

The concept of enhanced child case detection through special school health programme was proposed by TRU,
MP, which was agreed by the state. This increased the involvement of school teachers and students in leprosy
services. This programme was presented as a paper 29" Biennial Conference of Indian Association of
Leprologists, was awarded.

POD camp

With joint effort of the Referral Centre staff, Jabalpur , A POD camp was organised in Kundum CHC in July, 2015.
The coordination efforts were put forth one week prior to the camp gather the people affected by leprosy from
' [ nearby areas and inform ASHA’s of concerned areas towards

their participation.

All these efforts gathered 22 people affected by leprosy on
| to a single platform. These patients were asked to
introduce themselves and share their physical problem
encountered by them on a daily basis. The medical and
technical staff examined all leprosy affected persons,
provided them with medicines and precautions as required
by them.

In course of the discussions, from one leprosy affected
person information related to economic rehabilitation was
collected. Few patients were advised on self-care practices for non-healing of ulcers, assisted them to practice

with self-care kits. The footwear measurements were collected, which will be provided to the beneficiary.
——e {3 - Sh—o

Referral slips

The ACSM TB project serving the six districts (Betul, Harda, Vidisha,Chhindwara,Ratlam, Shahjapur) of MP is
successfully practicing and implementing the concept of referral slips. The concept of referral slip comes from
LEPRA’s experience of successfully implementing few of its TB projects . Prior to the introduction of this concept,
the problems encountered were no record of suspects and referrals of TB sent to DMCs, less involvement of
health care workers like ASHAs, ANMs, private and traditional health providers referring suspected cases of TB
from the community. To overcome these challenges, a two-fold referral slips were printed and sensitised to all
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health care providers. These slips were made available along with sputum containers for TB testing . The
referral slip mechanism can be considered as best practice for tracking referred cases of suspected chest
symptomatic to DMCs, accountability of health care workers like ASHAs/ ANMS increased and making them
more responsible and motivated to refer cases to DMC, has helped government health system establish
link with ASHAs, which is also used as a tool to monitor their performance, state the authenticity and
assurance of the suspected client at DMCs for testing purposes, has produced large number of suspected TB
cases to DMC and is now consistently increasing TB referrals to DMCs.

An efficient means to track and refer the suspected TB cases to DMCs contributing to RNTCP.
— —h = L

Reporting Diarrhoea

Diarrhoeal deaths are usually clustered in summer and monsoon months and worse affect malnourished
children and children under two years of age. On an average, one under-five child suffers from 2.44
episodes of diarrhoea per year. But the reporting of Diarrhoeal incidences was poor from all the
government facilities. There is ‘N’ number of occasions, where news of diarrhoea outbreak comes from
other sources instead of ASHA workers.

The district coordinators facilitated the process at district level by coordinating with various block
programme management units of National Health Mission (NHM).

Earlier, Programme Management Team was reviewing the data received from various districts but now
NHM appointed a dedicated person for this work. This practice is adopted by the department and regularly
followed from April 2015 onwards.

— ——— — L

Intensified Diarrhoea Control Fortnight (IDCF)

Reduction of childhood mortality is one of the prime goals of National Health Mission and Millennium
Development Goals. Childhood diarrhoeal diseases continue to be a major killer among children under five
years of age in many states including Madhya Pradesh. This contributes to 10.4% of under five deaths in the
country. The deaths due to diarrhoea can be averted by preventing and treating dehydration by use of ORS

(Oral Rehydration Solution) and administration of Zinc tablets along with ad
==

equat
child with diarrhoea. Diarrhoea can be prevented with N L‘,

>

e nutritional intake by the

safe drinking water, hand-washing, sanitation,
immunization and breastfeeding / appropriate
nutrition.

Intensified Diarrhoea Control Fortnight (IDCF) was
organised this year, from July 27 to August 8 2015
with the goal of ‘Improving awareness generation for
use of ORS and zinc in childhood diarrhoea, towards &S ;

772015 F 08-08-2015 | |

achieving ultimate goal of zero childhood diarrhoea & T R vd vamen i, fiyey
deaths’.

Intensified Diarrhoea Control Fortnight (IDCF) was a set
of activities, implemented in an intensified manner from July 27 to August 8 2015 for control of deaths due
to diarrhoea across all the districts of Madhya Pradesh, these activities mainly include- intensification of
advocacy, awareness generation, diarrhoea management service provision, establishing ORS-Zinc corners,
ORS and Zinc distribution by ASHA, detection of undernourished children and their treatment, and
promotion of infant and young child feeding activities.
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The project team in Jabalpur contributed in all the activities by
facilitating, observing, monitoring the IDCF facilitating workshops at
district level and supportive supervision at village (255), school (94) and
family level (mothers — 97).

As part of the IDCF , Matra Sabha a key activity of Intensified Diarrhoea
Control Fortnight was also organised with an aim to make care-givers
aware and sensitive for Diarrhoeal problems among children. Matra
Sabha is meeting of mothers in small groups to make them aware of
prevention and Zinc-ORS based treatment for Diarrhoea. Ninety seven
mothers were sensitized during IDCF, 2015.

Orientation workshops

A district level orientation workshop was organised for drug dispensers and store keepers, who interact

'

directly with care givers, s/he counsel about drug
prescribed by the doctor. It is observed that,
promoting and prescribing Zinc & ORS to
prevent a child from dehydration and to treat
diarrhoea cannot work, until and unless,
caregiver has correct knowledge about
preparation and correct doses. It is also required
to orient drug dispensers and storekeeper about
indenting, storage and distribution of zinc and
ORS. The workshop was aimed to enhance their
capacity to identify signs and symptoms of

dehydration and problems signs during severe
diarrhoea for capacity building of target group on diarrhoea management through Zinc-ORS-based
treatment and also ensure availability of Zinc-ORS at block, sector, SHC and GAK level. The project team

organised 11 such kind of workshops and oriented 491 drug dispensers on diarrhoea management.

Situational Analysis of LF

As per the roadmap of NVBDCP for elimination of lymphatic Filariasis in India, which is endemic in 15 States
and 5 Union Territories with approximately 600 million populations at risk and a total of 250 districts have
been identified to be endemic for Filariasis. Indigenous lymphatic Filariasis cases are reported from
Chhatarpur, Chhindwara, Damoh, Datia, Katni, Panna, Rewa, Sagar, Satna, Tikamgarh and Umaria districts
of Madhya Pradesh.

LEPRA Society carried out a situational analysis by M/s. Institute of Health Management Research University
(IHMRU), Kolkata between June to August, 2015 to assess the lymphatic filariasis intervention in three high
endemic districts i.e. Chattarpur, Panna, and Rewa of Madhya Pradesh.

This situational analysis report yet to submitted by the IHMRU provides the scenario of lymphatic filariasis
in the above selected districts. This information is obtained from lymphatic filariasis infected and affected
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community persons through the pre-designed questionnaire. This, contributes to the efforts of LEPRA
Society in initiating and planning lymphatic filariasis interventions in the state of MP.

Human Interest Stories

Life looking up after reconstructive surgery

Hailing from the Mankar community, Tarachand is among the earliest surgical cases treated by the SILC in
Sanawad, Madhya Pradesh. He was identified by the field staff of the mobile medical unit of LEPRA in 1998.
A short frail man, Tarachand was identified with spots and the start of clawing of limbs by the field staff of
Lepra during one of the visits with the mobile unit, in Chingun village in Badwah tehsil. During that time the
“Reconstructive Surgery Unit” had not started at the SJILC, Sanawad Centre and the patients had to be taken
to Odisha for the surgery.

Forty-five-year old Tarachand was staying in a one room kuccha house with his blind mother, Gulabbai, and
was the only earning member of the family. His

wife had died and his son and daughter were |
being taken care of by their relatives in the city.
He was an agricultural labourer and was barely
making enough to feed himself and his mother.
Tarachand refused to go to Odisha (which took
three days of train journey to reach from
Madhya Pradesh) for the operation even though
he was not able to close the fists of both hands
and his left foot was also affected. He was put on

MB-MDT for twelve months and was one of the
first patients to be operated upon in the LEPRA
surgical unit which opened at the Sanawad centre in 2005. Both the hands and the left foot of Tarachand
were operated upon for reconstructive surgery.

Physical and economic rehabilitation were both dealt with by the centre. He was given two goats and a kid
through the revolving fund scheme of LEPRA Society. Tarachand has come a long way since then. He lives in
a pucca house, with ample space, now with his blind mother. The number of goats has now increased to 18
and is the sole source of income for him. Selling one goat fetches him around three to four thousand
rupees. Tarachand is in a far better economic condition than before. His children do visit him occasionally,
but Tarachand has become self-sufficient and he gives the credit for this to the centre. He now looks after
the goats, cleans, cooks and does all the household chores along with taking care of his mother. Tarachand
says that the community has been supportive of his condition and the stigma related to the disease is
gradually fading. e

Not disclosing the disease

Thirty-year old Umabai’s left hand was affected by leprosy in 2004. It started with numbness in the palm
and gradually her fingers started to claw. Married to Madan, Umabai belongs to the “Kevat” community
who are traditionally boatmen. She stays in an extended family of eleven members in a place called Jalkoti,
on the banks of the river Narmada. Near Jalkoti a hundred streams merge into the main river Narmada at a
place called “Sahastradhara” which in Hindi means a hundred streams. Coming from a comfortably placed
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family in terms of income, Umabai’s husband has a truck which he uses to load and sell sand from the river
bed.

When she couldn’t use her left hand anymore, Umabai’s husband showed her to a private medical doctor in
Maheshwar. The medicines given by the doctor did not have much effect. Thereafter the ANM of Jalkoti
referred her to the government hospital in Maheshwar. The government

doctor there gave her MB-MDT for twelve months and referred her
to SILC, Sanawad for reconstructive surgery. At that time, in 2005
the surgeries had just started at the centre.

Umabai was very apprehensive and didn’t have high expectations
that she would recover the use of her left hand. She was admitted
to the LEPRA centre, Sanawad fifteen days before the surgery of
her left hand in 2005 and after a month of physiotherapy and
follow-up she came back home. She has recovered the use of her
left hand and can do household work, though she still cannot lift
very heavy things with her left hand.

Her husband has been very supportive of her condition and has stood
by her. They have not discussed Umabai’s ailment with anybody in the family or the community because of
the stigma attached to the disease. Only her parents who live in Kirmoi village in Badwani district, which is
adjacent to the district in which she stays after marriage and her husband, know about disease which
Umabai suffered from. Umabai has two sons aged thirteen and nine years old and Umabai fears that her
sons’ future prospects might be harmed if anyone comes to know that she suffered from leprosy because of
the stigma attached to the disease.

i3 —_—H == L—

Getting relief

Durooptabai had symptoms of leprosy in 1996 when she was forty three years old. It started with loss of
sensation in some of the patches on her face. A resident of village Ajrood in Badwah tehsil, Durooptabai
approached the nearest government health centre in Aavliya. She was given MB MDT for twelve months
from the centre. Subsequently she was cured of leprosy but the disease had affected her eyelid.

Some of the residents of her village had already been affected by leprosy and during one of the follow-up
visits of the SILC sisters, she came in contact with them. At that time Durooptabai had to face lot of pain in
her eyes because she was not able to close the eyelid. The sisters reassured her that through reconstructive
surgery her problem could be addressed and asked Durooptabai to come to the centre in Sanawad.

Durooptabai was operated upon in 2008 at the centre. After staying back for a month for post-operative
follow up, the eyelid of Durooptabai was made functional to full extent. Now she could close and blink her
eyelid and she is very grateful to the centre for the same. Throughout her ordeal her family consisting of six
members stood firmly behind her. She also did not have to face any problems regarding social interactions.
She had no difficulty or hesitation in participating in any social and religious functions. She was never made
to feel unwelcome due to her illness. Durooptabai, now sixty years old, says it was a huge relief physically to
be back to normal and to be rid of any discomfort in her eye.

{3 = £p—
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Life goes on the hard way

Chandabai’s symptoms of leprosy started as pain in her left hand accompanied by loss of sensation in 2001
when she was forty four years old. This was along with patches of discolouration which appeared on her
hand. Her fingers started to gradually claw. She ignored it till he could no longer use her left hand to work,
to wear clothes or to comb her hair.

Chandabai belongs to the Bargunda caste whose traditional occupation is using straw, leaves of palm tree
and cane to make brooms and baskets. Along with her husband, she makes and sells these in the village
market. Chandabai lives with her husband in Barud village which is hardly six kilometres from Sanawad. She
has three sons and two daughters, all married and busy taking care of their own households.

When the problem worsened, Chandabai went to the government hospital in Sanawad where she was
diagnosed with leprosy and given MB-MDT a year. After completing the dose of medicines, the doctor
referred her to the LEPRA centre at Sanawad. The left hand of Chandabai was operated upon in 2007 at the
centre. She stayed there for two months for the follow-up physiotherapy. There was noticeable
improvement in the functioning of her hand, but she could no longer use her fingers to weave baskets since
it meant intrinsic work.

At the time she was in the LEPRA centre following her surgery, the children took care of their father.
Although the son’s house is in the same neighbourhood, after Chandabai came back from the surgery she
was expected to do all their household work as well take care of the animals and earn her living. In the
meantime her husband

had an accident and his mobility was affected. So she had to take care of her husband too. Chandabai, now
fifty six years old, says she lives a tough life and her daughters more than her sons help her out. She has a
small livestock but is not able to take care of them properly. She had also received a sum of five thousand

INR from the National Leprosy Eradication Programme which she had used to buy a goat.
-3 —_— Lpe—

Dawn of hope

Tulsi, an eighteen-year-old girl is the second of the five children of Shriram. Belonging to the “Bhil” tribe,
Tulsi lives in Melkhedi, a tiny hamlet which is reached through a long, dusty, winding fair-weather road.
There are about twelve houses in the hamlet, all belonging to the Bhil tribe.

Identified with leprosy in 2009, when her right hand was affected, Tulsi and her parents initially didn’t
realise that she had the ailment. They took her to the government hospital when she was not able to use
her right hand to do any work. She was put on a twelve month dose of MB-MDT and the government doctor
referred her to St. Joseph’s Leprosy Centre, Sanawad. In 2010, Tulsi, who was then fifteen years old, was
operated upon for reconstructive surgery of her right hand.

Tulsi’s mother, Gajrabai, had also been affected by leprosy about eight years back. She was identified with
patches on her skin and went to the government hospital for treatment. She took medicines for six months
and was cured. No body part was affected.

The family lives in a small kuccha house and has about four acres of land on which they grow vegetables.
Shriram, Tulsi’s father, goes to the nearby big villages to sell the vegetables and is also helped by Tulsi’s
grandfather. They have four cattle, three goats and also hens. Tulsi’s family is self-sufficient and the income
from the farm and the animals is enough for their daily needs.
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Usually in the rural and tribal areas in India, the girls seldom pursue higher
studies due to early marriages and also because the schooling facilities are
far away from their homes. The same was the case with Tulsi. She studied till
the tenth standard and left school thereafter. Her elder brother got married
last year and now the family is looking for a match to get Tulsi married. With
the operation of the hand followed by physiotherapy, Tulsi can use her right
hand very well. She helps her mother with the housework and there are no
signs that she had been affected by leprosy. Of course Tulsi being of
marriageable age, her parents have not shared with the community about
her ailment lest the stigma attached to the disease affect her chances of
finding a good match.

Facing the struggle

Samitibai wanted to kill herself. She feared that if she didn’t the villagers will succeed in killing her. They had

tried to do it before. Samitibai belongs to village “Rasgangli” an interior tribal settlement in Bhagwanpura

tehsil of Khargone district. Multiple body parts of Samitibai had been affected by leprosy. Discoloured

patches had begun to form in the right and the left hand of Samitibai in 2009. Slowly her hands began to

claw and both her fists closed. Leprosy had also affected her right leg and she used to fall down while

.  \valking. Samitibai and her family constituting of her husband and six children
— three boys and three girls, were shunned by the community and the
villagers even tried to burn down their hut. They were treated as
untouchables.

Samitibai’s condition was noticed by the ANM who referred Samitibai to the
government Primary Health Centre at Bhagwanpura. At the health centre
she was given a course of MB-MDT for twelve months and thereafter
referred to the St. Joseph’s Leprosy Centre at Sanawad. Multiple
reconstructive surgeries were conducted on her limbs — left hand, right
hand and right leg, at the centre in 2012. She stayed back at the centre for

two months for the surgery and the treatment.

Both Samitibai and her husband are daily wages agricultural labourers, but she could not contribute to their
family’s meagre income for three years. She gives credit to her husband who supported her and kept her
alive and also to her mother-in-law who used to help by taking care of the children.

Although the physical rehabilitation after the surgery is quite positive, Samitibai can now use both her
hands as well as walk properly, the social rehabilitation leaves much to desire. Samitibai now works in the
field to earn and can do all the household chores with both her hands. But the villagers don’t want the
family to stay in the community and she complains, they are not letting her avail of the government scheme
of “Indira Awas Yojna” to have a “pucca” house built. With the strength of her limbs restored and her
confidence back, for which she thanks the St Joseph’s Leprosy Centre, she says that she will face all the

challenges.
— ——— — L
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