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Abstract

The first phase of the new paradigm of medical care for the cured leprosy
beggars in one of their largest colony in India elicited a few important lesions.
Over 25 cured leprosy patients and 5 medical personnel participated in the focus
groups and in the intervention activities. These groups of patients walk long
distances for begging or working for their daily living needs. This excessive
mobility resulted in injuries which turned into chronic ulcers. The main causes
elicited during in-depth discussions were lack of motivation and the old mind-set.
Besides, financial problems were another reason.

Participatory intervention activities for patients with medical professionals
by involving families and communities were planned and implemented. There
were certain problems encountered in the implementation phase. The immediate
follow-up discussions with both beneficiaries and medical professionals revealed
that they are seeing some positive results and wanted it to be continued for some
more time to make it more sustainable.
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INTRODUCTION

Prem Nagar (The City of Love) leprosy colony is the biggest leprosy colony in
India. It is situated in the state of Chattisgarh which is positioned in the central part of
India (Fig 1). Champa is the name of the town where this colony is situated and this
municipality is one of the district headquarters in the state of Chattisgarh.

An American missionary founded the leprosy home and hospital in Champa in
1902. But the patients who came for treatment here, after discharge, could not go back to
their home due to stigma and formed a colony around the hospital. Since that time, many
leprosy affected people came to live there.
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Fig. 1. Depicts the state of Chattisgarh in India.



Figure 2 shows the road map of Champa where the leprosy colony is situated and
Figure 3 shows the rows of houses in the Prem Nagar Leprosy Colony. The total number
of households is 491 with a population of 1472. A number of them are patients’ children
with no leprosy. In 2007 there were 552 patients among its 1472 population (37.52%) in
which 315 have disabilities related to leprosy. Interestingly, 2/s of the disabled were
women (206 women out of 315 disabled - 65.7%). 15.48% (76/491) households have no
leprosy patients among their family members.

Due to its large size the colony is divided into 5 parts, each part has its own
community leader to be responsible for 80 to 200 families. The living standard was fair
with water and electricity supply from the government; there was also one government
local primary school located at the entrance of the colony. If the colony residents needed
any medical care, they either went to the Champa Mission Hospital or Bethesda Leprosy

Hospital.

ROAD MAP OF THE DISTICT CHAMPA IN
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Prem Nagar Leprosy colony is situated next to the Bethesda Leprosy Hospital, Champa,
India. It was started over one hundred years ago.



Figure 3: Houses of the Prem Nagar leprosy colony.

METHODOLOGY

Study population:
There were two main groups that were followed regularly by the research
facilitator these were as follows:

(a) Cured leprosy patients: This study again divided the patient population into two
groups, namely, one was cured leprosy beggars with grade two deformities such as




muscle paralysis, absorption of fingers and toes etc., and the second group of patients
were self-care volunteers whom themselves are cured leprosy patients. The volunteers
were the supervisors for the 51 self-care groups formed in the Prem Nagar colony by the
Care After Cure project. Leprosy affected beggars get a maintenance allowance of Rs
150/- for adults and Rs 275/- in their old age from the government.

(b) Health specialists: These specialists were from the Care After Cure project and
Bethesda Leprosy Hospital who gave care to the Prem Nagar leprosy colony patients.

Methods of data collection:
The following activities were carried out through the project:

e Organization of cured leprosy patients in Prem Nagar into 51 self-care groups and
selection of volunteers.

» Preliminary two focus groups with cured leprosy patients and one with health
specialists

= Intervention activities based on the combined discussion with health
professionals and patients.

e Immediate follow-up meeting between health specialists, cured leprosy beggars
and leprosy affected volunteers.

Observation of participants at various phases, focus group discussions and interviews
were used to obtain qualitative data. Quantitative data were also obtained from the
statistics available from the Care After Cure project report.

The facilitators for the focus group discussions were Premkumar who had in the past
published a few research reports based on qualitative methods of data collection and
analysis. He was assisted by Rao in the hospital office and Shamilee Shahu, volunteer for
the self-care group.

Organizing cured leprosy beggars:

First started visiting the colony leaders to buildup the good relationship for the
cooperation and had been organizing the monthly community meetings. Then with the
cooperation of the community leaders recruited well motivated leprosy-affected people as
volunteers for prevention of disability activities and as self-care group supervisors.

A total of 51 self care groups were formed and each group consisted of 5-7
patients. Each volunteer is responsible for four such groups thus responsible for 25 to 30
patients. An honorarium of Rs 560/- is given per month by the project. They had worked
in average for 16 days in a month for self-care activities. Their educational background
was 3" to 12" class.



Focus groups:

Another important activity of the project was the organization of focus groups
with health care specialists and cured leprosy patients. In each group we were able to
discuss important issues regarding self-care, social problems (barriers) and the roles
played by both groups. The way the focus groups were organized is described below.

(a) Cured leprosy patients:

Two of the focus group discussions that were conducted gave us an opportunity of
comparing the needs and problems of leprosy patients who are beggars and involved in
other unskilled manual jobs.

The sessions with each focus group lasted for three hours. The facilitators
introduced themselves and a general explanation of focus groups work was given.
Following this a brief personnel histories of participants were collected.

The following questions were put forward to the patient groups to motivate discussions:

1. Which are all the most common health problems for which you have to visit a health
centre or your doctor?

2. If you wanted more information about your condition, where could you get it?

3. In today’s group, who has more experience on self-care? Where did you get the
information from?

4. If you could receive more information and training on self-care, what topics seem most
important to you? Why?

5. The needs and suggested activities by the participants

(b) Health specialists:

These specialists are from the Care After Cure project and Bethesda Leprosy
Hospital who give care to the Prem Nagar leprosy colony patients. They represented
Physiotherapy, Occupational Therapy, Nursing and the village level deformity prevention
personnel. Unfortunately the Medical Officer in charge for ulcer care was not available
for discussions. The questions used to generate discussion with the health and social team
specialists are the following:

1. According to your professional practice as self-care specialist what are most important
medical care needs that should be addressed for the cured leprosy patients?

2. Is there any information available for cured leprosy patients on how to prevent injuries
or solve self-care problems? Where is it? How it can be obtained?

3. What are the precautions do you normally suggest to the cured leprosy patients
regarding self-care?



4. Are there any specific conditions for which cured leprosy patients should be more
careful with and seek immediate professional assistance?

5. Any action plan you will suggest that will be useful for this disabled group in terms of
self-care.

Self-care interventions based on participatory methods

Intervention activities were based on the combined discussion with health
professionals and patients. Their action plan consisted of (a) Community participation;
(b) Beneficiary participation; (c) Participation of family and community leaders, and
(d) Sustainability and empowerment. For more details please refer under “Results —
Intervention Activities.”

Follow-up discussions:

Following intervention activities follow-up discussions were held between three
sides, namely, (i) cured leprosy beggars; (ii) volunteers who were themselves cured
leprosy patients; and (iii) health specialists. Their observation, experience and opinion
about the ongoing intervention activities were elicited during this discussion.

RESULTS

The results of the discussions in the focus groups generated by each of the questions
are summarized below. A more detailed transcription of the answers is not enclosed.

Focus Group 1
HEALTH AND SOCIAL TEAM SPECIALISTS

Place: Dept Physiotherapy, Bethesda Leprosy Hospital, Champa.
Date: June 14, 2007. (10-11 AM)
Participants: Mr. Priyadarshin Sachin — Physiotherapist

Mr. Rahul Kumar — Occupational Therapist

Mrs. Manjula Rao — Wound care Staff Nurse

Mr. Andréa Sardhar — Leprosy Physiotherapy Technician

Mr. Pradap Das Manikpuri — Leprosy prevention of deformities

paramedical worker

Facilitator: Premkumar

Question # 1



According to your professional practice as self-care specialist what are most
important medical care needs that should be addressed for the cured leprosy
patients?

Ulcers (5/5)

Pain, swelling, neuritis and reaction.

Cold, cough, itching, abdomen pain, nausea.

Deformity such as claw hand, lagophthalmos, foot drop, sunken nose, sensory
loss and contractures.

Question # 2

Is there any information available for cured leprosy patients on how to prevent
injuries or solve self-care problems? Where is it? How it can be obtained?

Booklets: The Leprosy Mission had made three separate booklets on care of eyes, hands
and feet. These booklets are available in our clinic and we give it to the needed patients.

Education in the wards: At the leprosy hospital we routinely teach aspects like ulcer
dressings at home and prevention of injuries, including the need for proper footwear and
the therapeutic value of micro-cellular rubber. Another important aspect covered during
this session is how to recognize neuritis and reaction and to report immediately for
professional help.

Health Education demonstration: In the leprosy hospital we also conduct practical
sessions on safe cooking and foot soaks. During this session we demonstrate on hands,
feet and eyes self-examination and also introduce self-care monitoring chart. Our
objective of this training is for the cured leprosy patients to lead an injury free living at
their home environment.

Question # 3

What are the precautions do you normally suggest to the cured leprosy patients
regarding self-care?

A Care of insensitive eyes, hands and feet to prevent injuries.

Hands and feet soaks, scrapping and oiling for anaesthetic limbs.

Basic exercises for mobile claw hands.

Importance of suitable footwear, resting splints and plaster castes.

Usages of crutches, mobility aids in providing rest to the affected limbs.
What to do in neuritis, reaction, sudden sensory loss and muscle weakness.
Importance of padding the tool handles.

Precautions while sleeping for lagophthalmos patients i.e., covering the closed
eyelids with a towel and importance of wearing sunglasses in day time.



A Avoidance of prolonged standing and walking. Unfortunately our beggar patients
~ continue walking despite our advice.
A Discouraging the unnecessary administration of antibiotics.

Question # 4

Are there any specific conditions for which cured leprosy patients should be more
careful with and seek immediate professional assistance?

A Diminishing vision.

A Sudden onset of primary or secondary impairment.

Focus groups 2 and 3: CURED LEPROSY PATIENTS WITH SOME
FORM OF DEFORMITIES

Group 2

LEPROSY BEGGERS WITH GRADE TWO DEFORMITIES
Date: June13™ 2007 (2 - 5 PM)

Place: Prem Nagar Leprosy Colony, Champa.

Duration: 3 hours
Participants: Mr. Kanniah Lal 36 years, married, wife deserted, has no children,
Mr. Siddhu, 70 years, married. Wife deserted, have 3 children.
Mrs. Tagni 42years, husband deserted, have 3 children,
Mrs. Jhangli Bai, 50 years, husband is living with the patient, has a child.
Mrs. Radha, 62 years, husband deserted, has a son,
Mrs. Pakkilie, 72 years, husband died, have 4 children,
Mr. Hari Ram, 65 years, married, living with wife, has a child.
Mr. Rentu, 70 years, married twice, first wife deserted and at present
living with the second wife.; has children through both wives.
Mrs. Janaki 43 years, wife of the above patient, Rentu. She too married
twice, has children through both husbands.

Facilitators: Premkumar
Shamilee Shahu, is the volunteer for the Self-Care Group No. 32 and the
above participants were the members of this group.

Group 3

SELF-CARE VOLUNTEERS. ALL WERE CURED LEPROSY PATIENTS.
Date: June 13, 2007. (9-11 AM)

Place: CAC Office, Bethesda Leprosy Hospital, Champa.

Participants: Mr. Balram Sahib, 40 years. Diagnosis: MB leprosy and has no
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Facilitators:

Question # 1

deformities. He has 4 children; wife is not a leprosy patient.

Mr. Jothram Yadav. 48 years. Diagnosis: PB leprosy. He has no

deformities and has 3 children; wife is not a leprosy patient.

Mr. Chetram, 57 years, has grade 2 deformities in the hands and has right
leg anaesthesia. He has 4 children; wife is not a leprosy patient

Mr. Jeturam, 75 years. Diagnosis: MB leprosy. All limbs grade 2

deformities. He has two children; wife is a leprosy patient.

Mr. Manharan, Sahu, 28 years. Diagnosis: MB leprosy and has no

deformities. He has two boys; wife is not a leprosy patient.

Miss. Poonam Yadav, 25 years. Diagnosis: PB leprosy and has no

deformities. She passed 10" class and underwent vocational
training in typing and shorthand. Her parents are also leprosy
patients.

Mrs. Muharmathi Yadav, 50 years. Diagnosis: PB leprosy with grade 2
deformities in all limbs. She has two children and her husband
is not a leprosy patient but he has deserted her.

Mrs. Nirmala Kevat. 31 years. Diagnosis: PB leprosy and has no
deformities. She has 4 children. Her husband is not a leprosy
patient but his parents are leprosy patients.

Mrs. Santhoshi Mirja. 30 years. Diagnosis: PB leprosy with Left hand
grade 2 deformities. Her husband is also a leprosy patient.
They have 6 children.

Premkumar
Rao

Which are all the most common health problems for which you have to visit a health
centre or your doctor?

Leprosy Beggars:

e Foot ulcers are fairly common among beggars.

» Repair of artificial legs.

e Microcellular rubber sandals.

e Removal of cataract.

e Body ache and fever along with it.

e We do not generally go to a hospital for treatment (9/9). One said that he gets
frequent ulcers, still does not visit a hospital.

e For health problems we go to a drug store and tell our problems to the man in the
counter and he gives medicines and for which we pay.

Cured Leprosy Self-care Volunteers:
A Foot ulcers (4)
A Eye problems (3)
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Micro-cellular rubber sandals.

Swelling of the feet because of the anaethesia.
Burning sensation / pain in the hands.

Hypertension

Cold, cough, body ache, back ache and fever.
Chronic arthritis and acidity problems in the stomach.

Question # 2

If you wanted more information about your condition, where could you get it?

Leprosy Beggars:
e From aretired Compounder (untrained Pharmacist) who treats them in their
houses(9/9).

A Nearby leprosy hospital.

Cured Leprosy Self-care Volunteers:

A Nearby leprosy hospital.

A Care After Cure project staff.

A From us, the self-help group volunteers

A Near by Christian hospital for the general complaints.

A From a retired Compounder who is practicing by visiting patients’ homes for a
small fee.

A Government hospital staff also gives information. Sometimes it may not be
reliable. For example, a government doctor prescribed Rs 70/- injection for curing
ulcer but there were no cure. The patient came to the leprosy hospital and with
daily dressing it healed.

Question # 3

In today’s group, who has more experience on self-care? Where did you get the
information from?

Leprosy Beggars:
e They all identified the group leader, Shamilee as the most experienced in self-
care.

e Two out of nine in the group said that they know very well on self-care, while one
said that she knows self-care only partly. Two said that they do not know much
about self-care. Interestingly most of them were suffering from this disability for
more than 20 years.

They identified the following persons from whom they get information from:
e Nurses in the leprosy hospital
e A retired Compounder
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Cured Leprosy Self-care Volunteers:

A “We are all cured from leprosy and know a lot about self-care. Normally the
leprosy patients with problem come to us first and we (volunteers) refer them to
the hospital as per their needs. We also teach salt soaks for ulcers and plain water
soaks, scrapping and applying oil for dry anaesthetic feet.”

A “We volunteers underwent self-care training and the project has certified us to
give information.”

A We as volunteers had conducted self-care group activities and home visits.
A One said, “I know how to dress ulcers.”
Question # 4

If you could receive more information and training on self-care, what topics seem
most important to you? Why?

Leprosy Beggars:
e Care of insensitive limbs is the most important topic
« All the topics that the volunteers teaching at present are important

Cured Leprosy Self-care Volunteers:
A Magsulph dressing. This is one aspect that we know very little.

INTERVENTION ACTIVITIES

A meeting was held between three sides, namely, (i) cured leprosy beggars; (ii)
volunteers who were themselves cured leprosy patients; and (iii) health and social team
specialists. They were asked to make a plan of action. In order to make the self-care
activities more participatory, the following activities were carried out.

1. Community participation

Continue the monthly community leaders meeting in 5 parts of this colony to produce
prevention of disability awareness. The leaders had discussed any issues related to the
self-care groups that are in existence and advocacy on leprosy.

2. Beneficiary participation

The leprosy affected people with disability had been consulted about the running of
their own group. Their supervisors were their leprosy affected volunteers, and they were
also part of the groups, also they were responsible for reporting to the project coordinator.
Each beneficiary had the role in the group to start their activities. The volunteers came to
meet twice a month for the benefit of the groups and discussed how to solve the problems
they faced in the groups. Therefore self-care group members were the main people to be
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in charge of their own group activities, not the project staff, but project staff was
responsible for facilitating and monitoring the groups.

3. Participation of Family and Community Leaders.

The families of the leprosy-affected people and community leaders had been
consulted to join the groups and the problems were discussed with them. They had been
continued to involve in planning the self-care activities for the people with disability at
home.

4. Sustainability and empowerment

The self-care practice at home will go on as the people with disability and their
family work together after they had been trained from the volunteers. The volunteers will
carry out the home visit twice per month to help the family and the beneficiary in self-
care issues. Monitoring will be done monthly by the project coordinator.

Focus Group 4

IMMEDIATE FOLLOW-UP DISCUSSION BETWEEN CURED LEPROSY
BEGGARS AND HEALTH AND SOCIAL TEAM SPECIALISTS.

Participants:
Volunteers: Ms. Geetha Manjhi — Leader for the 8" group
Ms. Mohar Mathi Volunteer for the 4" group
Mr. Jeturam. Volunteer
Ms. Chamelee Sahu, VVolunteer for Phase three houses in Prem Nagar.
Health and social team specialists:
Mr. Priyadarshin Sachin — Care After Cure Project Physiotherapist
Mr. Rahul Kumar — Occupational Therapist
Cured leprosy beggars:
Ms. Dolovrin, 39 years. She is housewife and has no child; her husband is
also a leprosy patient and he has grade one deformities in limbs.
Ms. Sukwara Bai, 70 years. She has grade two deformities of limbs. She
has a daughter and her husband had deserted her.
Ms. Mangalie Bai, 65 years. She has anaestheic feet and her husband had
passed away.

Facilitator: Premkumar

Question:

What is your opinion about the ongoing intervention activities?
Leprosy Beggars:

e What is going on in self-care is good. It should continue.
= Continue the same programme. Continue giving sandals.
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The self-care group should continue.

We need dressing materials.

If you staff give suggestions and dressing materials it is good.

We are healed. We don’t have any problems/needs now.

Your work only concentrates on self care. We want to stop begging. We want to
stay at home and earn. Start some programme for that.

I am a normal human being. When | beg it is painful. If we can get out of it, it is
good. Even if we get a sweeper job it is respectful.

I want little rice, salt and green chilly. I don’t long for butter and spicy food. Give
us this. We won’t mind working.

Cured Leprosy Self-care Volunteers:

A
A

We need dressing materials for self-wound care.

Teaching self-care activities should continue because the intervention strategies
are not highly technical and expensive. For example water soaks and oil
application and footwear can prevent ulcers.

Health and Social Team Specialist

A
A

A

Professional assistance through home visits will be useful.

Need more education of family about the self-care needs of the cured leprosy
patients.

Begging is the major problem with our leprosy population. Some action plan is
needed to stop this. Old-age homes, small jobs and pension for deformed beggars
may be a solution. Most leprosy patients residing in the colony are living alone.
They had to cook and it often produces burn injuries. Perhaps we could try
centralized cooking for those who are living on their own. We could ask the
government and NGOs to provide provisions. It is not a new idea. It was done
here earlier but discontinued because it was a time bound programme.

Similarly, now they have Care After Cure programme which is also a time bound
agenda. It should continue for some more time, as we are seeing the results now.
In fact it should be intensified. Earlier they were not following the self-care
practices and it may take some time for the sustainability of our efforts.

CONCLUSIONS

Foot ulcers were the commonest problem among the cured leprosy beggar

patients. The medical personnel in their group discussion were also of the same opinion.
Another common health problem leprosy beggars experienced was body ache which
medical personnel also observed. Interestingly, the leprosy beggars avoided going to a
hospital as much as possible. If at all they go, it was mainly for microcellular rubber
(MCR) footwear which will protect their feet from injuries. These sandals are not that
easily available elsewhere.

Financial problems of the patients were another reason for the non-healing of

plantar ulcers. Some group members had chronic ulcers and most of them were beggars
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and they needed special footwear with orthoses. Despite this problem, they used to walk
long distances for begging with or without using MCR footwear, and even they had no
clean cloth to cover their wounds

As part of self-care the patients wanted to learn more on ulcer dressings and
caring for their insensitive limbs; medical professionals were more concerned about the
sudden onset of development of deformities including eye complications. Patients
expected us to provide wound care materials, specifically, bandages and footwear. Since
at the moment we did not have the means to continuously supply these materials, this
need was not addressed.

Regarding the dissemination of information on self-care, the medical
professionals provided it through booklets and through self-care education in the hospital.
Patients did benefit by this education; they identified nurses in the hospital as the source
of information. Another major source of information was an untrained pharmacy assistant
who practiced medicine through home visits. This reveals the importance of properly
educating such unlicensed “quack” practitioner in self-care so that they impart the proven
biomedical knowledge. Leprosy patient volunteers were also the source of information.
Volunteers’ testimonials depicted the amount of empowerment they had as a result of
training they underwent in self-care, small remuneration they received and the job title
the project had given them. They confidently declared that they are the source of
information in their groups.

Almost all the leprosy beggars were suffering from this disease for more than 20
years. When they were asked “In today’s group who has more experience in self-care”,
only two out of nine said that they had sufficient experience. This indicated that suffering
from a disability for a longer duration does not automatically produce more experience,
and we are of the opinion that it is based on ones motivation. Another principle cause
was the old mind-set of the people. They thought self-care practice would not help their
ulcers and it was part of the disease. They believed that if they have been affected by
leprosy, then it was inevitable for them to have ulcers later.

The intervention activities included (i) Participation of the community leaders in
the monthly meetings to discuss issues related to self-care groups; (ii) Beneficiary
participation by them running their own groups with their superiors also being leprosy
affected volunteers; (iii) Participation of the families of the leprosy affected people. They
were encouraged to involve in planning self-care activities at their homes, and (iv)
sustainability of the self-care activities and empowerment of the cured leprosy patients
through training.

Administering the above intervention did have certain difficulties; motivate
leprosy disabled and their families to join self-care groups were a big challenge, and to
motivate them to carry out their self-care practice at home was much harder. It was not
easy to motivate them to give time for self-care group meeting. Another problem faced
was to encourage changing their life habit of self-care, which meant that they had to
change their mind-set after so many years. Most of them were released from leprosy
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treatment with deformities for many years, therefore, the supervisors needed a long time
to convince them, to visit them at home and let them see the positive example of others,
in order for them to have the confidence and motivation to practice.

The immediate follow-up with the beneficiaries and health professionals revealed
that the patients found it useful and they wanted self-care activities to be continued.
Health professionals also wanted self-care activities to continue for some more time, as
they are seeing the results now. In fact they wanted the intervention to be intensified
since the leprosy beggars earlier were not following the self-care practices and they felt
that it may take some time to achieve sustainability.

Ultimately the underlying problem of begging has to be addressed. The patients
said that they wanted to stop begging and in fact looking for a way out. The medical
personnel suggested networking with TLM-CBR, CBR-North India, VTC-Champa and
Low-cost housing project to improve their economic situation.
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EPILEPSY
Report — 1.

Report of the activities with the epileptic disabled persons

This is a heterogeneous group of epileptic patients under treatment with co- morbidity
of other disabilities mostly from fishermen community in South India.

Name of the projects & Country:

Community Awareness on Disability and Impairment Prevention (CADIP) Programme,
Ramnad District, Tamil Nadu. India. This project’s major concentration is on awareness
creation (50%), prevention of disabilities (40%) and CBR work (10%).
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The area covered by this project is shown in the map above. It is on
the south eastern tip of the Indian peninsula and north of Sri Lanka.

Where the meeting was held with the disabled persons:
One meeting was held in R.S. Mangalam, Thiruvadani Taluk (County), and
the next in around Paramakudi Taluk (County) in Ramnad District.

Date of the meetings:
May 11" and 12" 2007.



Total duration of the meetings:
2 hours each.

Name of participants and their roles

SINCE THESE DISCUSSIONS WERE HELD WITH PATIENTS SUFFERING FROM
EPILEPSY AND DIFFERENT FORMS OF M.R. & C.P. AS WELL AS A NUMBER
OF THEM WERE PAEDIATRIC POPULATION, THE PRIMARY CARE GIVERS
ALSO PARTICIPANTED IN THE PROCEEDINGS AND IT WAS DIVIDED INTO
TWO GROUPS, NAMELY, PAEDIATRIC EPILEPTICS AND OTHER EPILEPTICS.

Six paediatric epileptic patients and their care givers participated in the first discussions.

Members participated in the paediatric focused discussions:

1. Anitha: Female. 3 years. Diagnosis: Epilepsy with C.P. Medical certificate says as
75% disability. Informants were grandmother and mother and the patient has one more
normal elder sibling. They live in Mel Kavanoor at Paramakudi taluk.

2. Mohammed Riaz: Male, 8 years from Thirupavaikudi. Diagnosis: Epilepsy with C.P;
has spastic paralysis of both lower limbs. Medical certificate says as 80% disability.
Gets seizures once a month. Total 5 children, 3 boys and 2 girls. Others are normal.

3. Megala: Female, 8 years old from Thirupavaikudi. Diagnosis: Epilepsy with
C.P.Seizures + CP with severe MR. Gets fits once a month. Care giver (Mother) Begam
Periar.

4. Satish Kumar: Male, 7 years from Morepanai. Diagnosis: Epilepsy with severe M.R.
with speech defects. Informant was grandmother. Muthumari. She says that the fits comes
when they do not give what he asks for. His parents have 3 children and other 2 siblings
are normal.

5. Kalai Jothi: Female, 4 years from Morepanai. Diagnosis: Epilepsy with M.R. Fits
comes at least once a week. Her grand mother, Sarasa.

6. Gowtham: Male, 6 years from Ugathan Kudi. Diagnosis: Epilepsy with M.R.. Fits
comes at least once a month and he is unable to walk. Medical certificate says as 90%
disability. He has one sister who is normal. Informant is mother, Chitra Devi and her
husband is doing farming

1. The main health problems for which epileptics need to go to a medical centre.
The main health problem paediatric epileptics suffered were seizures. In some cases it

was 4 to 5 times a day; in some, ones in a month. One child had the habit of biting her
hands in such a way that blood oozes from that site.



Second problem was frequent fever and other general complaints like cough and cold
which any normal child is subjected to. Since most of these children had co-morbidity of
MR and/or CP, caregivers complained about the motor problems like inability to walk,
speech defects and drooling of saliva. One example is what Amutha’s grandmother said:
“The child is totally dependent; unable to walk. Has no head control; can not sit. Only
rolls sometimes, but eats solid food and we have to feed her. She never cries when
hungry and only opens her mouth if she is hungry and thirsty. Because of this child we
can not do any other work. My mother-in-law helps in the household chores. The need to
go to a medical centre for this problem is up to 4 to 5 times in a week.”

One in the group said, “In government hospitals they are not giving seizure
medicines, (whereas others said that they are getting it from the government hospitals). It
is also difficult to take the child and go to hospital where there are a lot of people and had
to wait for a long time. Therefore | go to a private practitioner and he also gives
injection.”

2. The place where we get more information about the illness of our epileptic
child/relative is suffering from.

All of them said that they do not know where to get information. They also said
that they are keen to know where to get proper treatment, but no one has that information
and they spend a lot of money on treatment. My husband gets Rs. 50/- as barber. Each
month for the child medical expenses alone we had to spend between Rs. 300/- to 500/-.
Anitha’s grandmother said that they take the child to a private practitioner in Mana
Madurai. They go to him because he gives injection whereas other doctors fear to give
injection to her granddaughter. Besides, he also gives sleeping tablets to the child. One
information she would like to know is whether she should try alternative medicines like
Siddha.

3. Are there any person in the group who have seizures and know a lot about self-care?

“No one knows about it” was the unanimous answer. An elderly care giver said
that now-a-days no one takes the advice of the elderly people and for any small problem
they take the child to the hospital.

4. If they can receive information and skills from health professionals and other
disabled persons about their own care, would they like it?

“Yes, we like someone to give information, but let me tell you what’s happening
here. The government workers like Anganwadi personnel (Women appointed by
government to take care of children up to 3 years of age) refuses to take care of my child
because they do not want to show a disabled in their statistics. Anganwadi worker says
that she will get into trouble.”



Megala’s mother: “My doctor gives 5 tonics for my daughter’s epilepsy, mental
and physical problems. One for strength, second for mental development, third for curing
epilepsy, fourth for preventing cough and the fifth to protect from fever.

5. The needs and suggested activities by the participants.

The biggest need of this seizures + motor and mental retardation paediatric group was
control/stop seizures and gain motor skills in at least one activity like locomotion; some
said the second motor skills they anticipate were improvement of speech. The general
comment was, “as long as we are alive we are going to do everything for them. After that
who is going to do it? Help our daughters/sons so that they could continue their lives.”
“We also require medicines for seizures in all government hospitals and not only have in
the district head quartered hospitals.”

Regarding improvement of motor skills they said, “We need Physiotherapy. We had
to take the child all the way to Thondi (30 kms away) for this daily. This means we had to
have money to travel and all other associated expenses. At least give us a bus pass to
come and go for medical and physiotherapy treatment. In general we need financial help
to take care of the child.”

“No one knows about seizures in this area. This situation must change. We like others
to give information regarding this. But unfortunately they don’t give; mostly because
they themselves are not aware of the facts.”



EPILEPSY
Report — 2.

Report of the activities with the epileptic disabled persons

This is a heterogeneous group of epileptic patients under treatment with co- morbidity
of other disabilities mostly from fishermen community in South India.

Name of the projects & Country:

Community Awareness on Disability and Impairment Prevention (CADIP) Programme,
Ramnad District, Tamil Nadu. India. This project’s major concentration is on awareness
creation (50%), prevention of disabilities (40%) and CBR work (10%).

Where the meeting was held with the disabled persons:
Around Paramakudi Taluk (County) in Ramnad District.

Date of the meetings:
May 11" and 12" 2007.

Total duration of the meetings:
2 hours each.

Name of participants and their roles

THESE DISCUSSIONS WERE HELD WITH THE ADULT PATIENTS SUFFERING
FROM EPILEPSY AND DIFFERENT FORMS OF M.R. AND ONE WAS A BLIND
PERSON.

Seven adult epileptic patients and in some cases their care givers also participated in the
discussions.

Members participated in this focused discussions is as follows:

1. Syed Abdul Khadar: Male. 24 years. Diagnosis: Mild MR with seizure disorder. Had
developmental delay. Walked only at the age of three. Information given by patient and
his mother Mumtaz.. They live below poverty line. Father is working in a bangle shop for
wages. Patient have 2 other siblings and he is the eldest. Native of Paramakudi. In a
month he gets fits 2,3 times.

2. Shankar: Male. 34 years. Diagnosis: Moderate MR with seizure disorders and
behavioural disturbance such as gets angry and hits family members. Caregiver (Father)
Ganesan.

3. Kali Mannan: Male. 15 years old from Thirupavaikudi. Diagnosis: Mild MR with
seizure disorders. Gets fits daily. Caregiver (Father) Kalikarasan and he has 6 children.
Others are normal.



4. Vasugi: Female. 23 years old from R.S. Mangalam. Diagnosis: Moderate MR with
seizures. Medical certificate says as 48% disability. Gets fits 4,5 times in a month.
Caregiver (Mother) Vellai Ammal. Patient is the only child to her parents and her father
had deserted them.

5. M. Sathaiya: Male from Kavoor. Diagnosis: Seizures + CP with MR. Medical
certificate says as 90% disability. Gets fits once a month. Caregiver (Father) Murugan
and he has totally 4 children

6. Deepa: Female. 16 years. Diagnosis: Mild MR with seizure disorder and psychosis.
Gets fits twice a month. Care giver is mother, Ezulaka.

7. Saravanan: Male. 30 years. Diagnosis: Bilateral blindness with seizure disorder. He
gets fits from childhood and it comes once or twice in a month. He lost vision at the age
of 10 due to cataract, which was operated but no gain of vision. Father is President of
Paranal village panchayat. He had studied up to 10" standard and the family is
economically well of.

1. The main health problems for which you need to go to a medical centre.

Almost all the adults main health problem were seizures. Mild MRs said that mental
retardation is not their main health problem but seizures are. Only one in the group
(Shankar) was free from seizures for two years which he suffered for the past 32 years.
Syed Abdul Khadar said that he injures himself during the epileptic attacks and has pain
in hands and feet after seizures. Interestingly in this group, apart from seizures did not
had any other health problem that warranted them to go to a medical centre!

2. The place where we get more information about epilepsy that we are suffering
from.

There were no sources from where they could get information about epilepsy.
Some quotes are as follows: “No one gives information”, said Syed Abdul Khadar.
Saravanan said, “I am suffering from seizures and bilateral blindness. No one talks about
day-to-day problem of the disabled. Doctors only talk about medicines but there is
something more than that”. Another said, “We do not know where to go for proper
treatment. No one tells us. Only we spend on this. No one financially helps us but so
much money we spend”. Sathiya’s father: “I went up to Madras. All doctors say that it
will get better but nothing happens.”

3. Are there any person in the group who have seizures and know a lot about self-care?
There was no answer to this question. One answer was “We ourselves do not

know anything about it, because we are busy working in the sea and our work starts from
5 am onwards.” One said, “in my community we do not know anyone else with this



problem with whom we could discuss our difficulties.” Deeps’s mother, “we give
medicine only when seizure comes.” In this group, one said the he takes native medicine
for seizures. Shankar’s caregiver said, “I do not know whether Shankar’s mental
retardation or seizures is responsible for his self-care problems. He is dependent for
bathing, but independent in dressing. Now a days he helps in household activities by
doing shopping but the provision list has to be given in his hands; also collects water for
the house and attends a vocational training centre run by government.

4. If they can receive information and skills from health professionals and other
disabled persons about their own care, would they like it?

“We like others to give information but they don’t give it” was the unanimous
answer. One said, “In government hospital they give some medicines. | do not know for
which problem which medicine is given. Though we take these medicines regularly the
fits are not stopping.” Sathya’s father: “My doctor gives two tonics; one for seizure and
another for cold.” Syed Abdul Khadar said that in their Muslim community there is no
teaching on seizures.

5. The needs and suggested activities by the participants.

The greatest need for the adult seizure patients was the financial needs; they
wanted to be independent economically. Shankar said, “I need money to take care of
myself.” Two caregivers said, “We will take care as long as we live. After us if there is
monthly provision by government he could take care of himself.” Another caregiver
said,“here after we don’t have money. We are fishermen. How can this boy with epilepsy
get into the sea for fishing? If seizures come while he is in the sea, death is imminent.”
Syed Abdul Khadar said, “Government should help us with money. I can keep a shop and
can look after myself. | can carry on my life with that.” Saravanan said, “I should not
depend on my parents. | must be able to earn and look after my self.” They all look for
government to issue bus pass which is given to persons with disabilities more than 50%.

Interestingly, only the second need for the adults was that the seizures should
stop. The third was lack of knowledge about this illness. Comments such as “No one
knows about seizures in this area. This situation must change. We like others to give
information regarding this disease.”



EPILEPSY

Report — 3.

Report of the activities with health and social team

Name of the projects & Country:
Community Awareness on Disability and Impairment Prevention (CADIP) Programme,
Ramnad District, Tamil Nadu. India.

Where the meeting was held with health and social team:
Government District Headquarters Hospital, Ramnad, India.

Date of the meeting:
May 12" 2007

Total duration of the meeting:
One hour.

Name of participants and their roles

Dr. Periyar Lenin — District Psychiatrist responsible for epilepsy programme
because the Neurologist post is vacant.

Mr. Raja Gopal — Community based Physiotherapist

Mr. Franklin - In-charge for CADIP activities in Ramnad District and
responsible for the advocacy activities.

Their role is (a) primary caregivers of epilepsy patients in the community and in the
government institution; (b) advocacy activities related to disabilities.

Summary of the general subjective comments for each statement given below:

1. The main issues of the medical care associated with epileptic fits.

Dr. Lenin Periyar: “Before going into the issues of medical care, let me give you
the case load of epilepsy in this district. | almost regularly visit different taluk hospitals in
this district twice a month and treat mental illness, MR and epilepsy. In three taluks the
epileptic load is high, namely, Rameshwaram (80 — 100 patients), Thiruvadanai (60-80
patients) and Paramakudi (80 to 100 patients). In other taluk centres it is roughly 20-40
patients come for routine medicines. The main issue of the medical care associated with
epilepsy is that there is a lot of ignorance and superstetion. In this area they beat
percussion bands and the god man forecast how fits was caused and who was responsible
for it; predict the prognosis including the kind of magic-religious treatment that they have
to undergo. Many think that it is caused due to nerve weakness and make patients to hold
iron objects during fits.”



Mr. Franklin and Mr. Gopal mentioned that since it is long term treatment, the
main issue of medical care is that a number of them having poor drug compliance.

2. Existing tools for providing specific information about self-care

All the three health and social team members mentioned that there is no tools exit
at present to provide specific information about self-care.

Mr. Raja Gopal felt that if they develop one it should not only focus towards
patients but also towards public. He added that the public awareness about epilepsy will
reduce the harmful practices that exist at present.

Mr. Franklin said that in their project they have guide books for mental illness and
leprosy. Besides, they also issue mobility aids and appliances for CP and leprosy patients,
but no guide booklet for epileptics and he strongly feels that health education material on
epilepsy is needed.

3. The precautions normally they suggested to be taken for self care

Mr. Franklin and Dr. Lenin felt that the first aid should be taught to the family
members, preferably through a written material in a booklet form with illustrations
should be given to them.

Mr. Franklin also said that taking regular medicine comes under self-care
precautionary measures. Now patients are getting free medicines from government
hospitals. Doctors there ask them first to go to Madurai which is approximately 100 kms
away for an EEG test. Some may not be able to afford it and end up getting drugs based
on their symptoms. In government hospitals they also give a note book which is used as a
medical record and it is kept in the patients’ custody. Repeat medicines are given based
on this record and another precautionary measure is to keep this records carefully!

Mr. Raja Gopal said that since majority of their epileptics have co-morbidity with
MR, teaching the precautions becomes even more difficult. Besides, what he had seen is
that each episode of seizures in MR patients is much longer duration than the epilepsy
cases with no co-morbidity.

Dr. Lenin Periyar: “I suggest that during nights they should have adequate sleep and
early morning awakening should not be there. Loss of sleep is not good for them. They
should also avoid excessive TV watching because eye stimulation precipitates epileptic
occurrence. “Fasting” is a common cultural practice in India. Epileptics should avoid this
practice. As a precautionary measure the medication is stopped only if there were no
attack for five years. Regular and proper medication is the most important precautionary
measure. Being away from water and fire will reduce the risk of drowning and burn
injuries.



4. Are there any specific conditions for which epileptic patients must be more
careful and come for your advice?

Dr. Lenin Periyar said that patients with a condition called “status epilepticus
should be more careful and come for medical advice. It is a continuous uncontrolled fits.
But it is a rare condition. Similarly, any epilepsy induced illnesses and physical ailments
have to rush for treatment. The other professionals said that in their experience none of
them voluntarily come for advice, despite the fact that they give genetic counseling and
also advocate about the ill effects of the conseguanace marriages.

Mr. Franklin added that early marriages are also frequent in their district. At
present they give ante and post natal care education to women and the importance of
proper immunization to avoid congenital epilepsy. They also conduct early assessment
camps for children between 0-6 years to detect epilepsy and other disabilities. In their
assessment camp they do not have a neurologist. He said, “We prefer to have a regular
visit of a neurologist as a member in our assessment team and to visit the disabled group.
If epilepsy is suspected in these camps by other medical professional / therapist, they had
to go to Madurai for confirmation of the diagnosis by a neurologist since our district
headquarters does not have one of them. Ultimately it is the poor patients who find it
difficult.”

5. General comments about epileptic care:
Treatment

« Auvailability of all basic and recent anti-epileptic drugs should be accessible in the
government hospitals.

e We do have an EEG machine but no technician to operate it! Similarly the
neurologists post is also vacant for a long time!

e A “success” in what we do as doctors is essential for a good community work like
if eye surgeries are successful in a hospital more patients go there and if there a
few failures none will go. Similarly, we doctors should cure a number of
epileptics for the community to see and then only people will believe that it could
be controlled and cured.

Disability Status

e Mr. Franklin said that epilepsy does not get into the disability list for government
benefits by obtaining disability ID card. If they posses this card they are eligible
for the assistance of Rs 400/- each month. Now there are eight conditions come
under disability. To confirm an epileptic as a disabled, three different specialty
doctors such as orthopaedics, psychiatry and neurology have to check and they



have to certify that epilepsy is a co-morbid with other disability, for example,
psychosis or leprosy and then the patient is eligible for the disability benefit. It is
also a problem for epileptic patients who have other disabilities to go to Madurai.
Traveling all the way to the city and getting into a large and crowded hospital by
the disabled is not that easy. Besides, there is no proper protocol to medical
people on how to confirm the disability status.

e Dr. Lenin Periyar has a slightly different view of epilepsy being categorized
disability. He agrees with the existing government policy. If epileptic patients
take regular treatment a number of them could be cured. Normally the physicians
reduce the drugs if the episode of epilepsy is not there for more than a year.
Therefore it can not come under disability. Nevertheless, chronic epilepsy,
epileptic psychosis and treatment resistant epilepsy can come under disability.
Otherwise anyone who gets petit mal fits will try to get disability status to acquire
lifelong benefit from the government.

Education

e In depth awareness should be created similar to TB, leprosy and HIVV/AIDS. For
epilepsy there is no proper word in Tamil. It is called either as vettu (cut) or
essupu (pulling). First of all we have to devise a proper word to this condition
and it should be popularized.

e At present, training programmes in leprosy and TB is conducted for medical,
paramedical including nurses and Anganwadi workers. Next the government
should take up epilepsy in the same footing and train the above categories of staff.

Economic Aspects
» Increase focuses on income generation of the patient, and at the same time look

into some kind of income generation of the family as well. Money will improve
the quality of epileptics’ life.



EPILEPSY

Report — 4.

PLAN OF ACTION IN BETWEEN PERSONS WITH DISABILITIES
AND HEALTH & SOCIAL TEAM

Name of the projects & Country:
Community Awareness on Disability and Impairment Prevention (CADIP) Programme,
Ramnad District, Tamil Nadu. India.

The conclusions drawn from the first and second part of the data collection with the
paediatric and adult epileptic population along with their caregivers were that:
e Both the groups said that no one knows about seizures in their areas.

e The greatest need for the adult seizure patients was the financial needs; they
wanted to be independent, economically.

« The biggest need of the seizures + motor and mental retardation group was to gain
motor control in at least one major motor activity, namely, locomotion.

Similarly, the conclusion drawn from the third part of the data collection with the
health and social team indicated that:

e Awareness in depth should be created about the disease that they are suffering
from.

e Their opinion regarding the disability status for epilepsy was divided.
Meeting was held between both sides, namely, seizures patients & their caregivers

and health and social team. They were asked to make a plan of action.
Details are as follows:

Where the meeting was held with the disabled and the health & social team:
NDRDP Rehabilitation Centre, Paramakudi, Ramnad District, Tamil Nadu State, India.

Date of the meeting:
May 12" 2007



Total duration of the meeting:
One hour.

A meeting between patients & their caregivers and health & social team of CADI Project

Name of participants and their roles
The following three epileptic patients and their care givers participated in the discussion.

1. Mr. Shanmugavel, care giver (father) of patient Senthil Kumar, male, suffering from
seizures and mild MR. For the last 20 months no seizures. Continuing medicines
regularly and gets it from the government hospital free of cost. Care giver has 4 children.
Patient is the second child. They are from the Melaikudi village at Paramakudi taluk.

2. Mrs. Rajalaxmi, care giver (Mother) of Bharathi, male, 23 years old from
Paramakudi. He is suffering from CP with MR and seizures; speech affected; also has
behavioural problems such as gets angry. Patient is the 3" child. For the last two years
has no fits. Continuing medicines regularly.

3. Kantha alias Jeya Murugan 23 years old male. Suffering from moderate MR with
seizures. Care giver is his mother named Valli.



Four health and social team members participated in this discussion and their roles are as
follows:

4. Mr. Siva Murugan — Multi-purpose Rehabilitation Worker. National Programme
of Rehabilitation - District Project (NDRDP) at Paramakudi.

5.Mr. Murugan - CBR Worker (NDRDP) at R. S. Mangalam

6. Dr. Periyar Lenin — District Psychiatrist responsible for epilepsy programme
because the Neurologist post is vacant.

7. Mr. Raja Gopal - Community based Physiotherapist

Plan of action in between two sides

The discussion circled around the availability of epileptic drugs in government
hospitals. One caregiver felt that it is not a problem whereas another had difficulties. Dr.
Lenin said that there is no shortage of epileptic drugs in the district headquarters
hospitals. Such shortages would have occurred in taluk or PHCs. He recollected that only
two times in last four years no stock for epileptic medicine in district hospital had
occurred. Besides, in government hospitals they do not give recent drugs whereas the
private practitioners give recent drugs. Sometimes doctors had to increase the dosage
with old drugs and it results in certain side effects. There should be a standard drug
protocol like TB and leprosy treatment. Such guideline is not available in epilepsy for
them to universally follow. He said that there should be a separate wing like TB and
leprosy. For these two diseases drugs are always available because these are national
programmes.

Then the discussion circled around another problem of high turnout of epilepsy in
some taluks in this district (Refer to Epilepsy: Report -3). It may be perhaps due to the
consequence of a high rate of inbreeding among families with a genetic disposition to
epilepsy. The CADIP now gives genetic counseling and prospective parents with a family
history of epilepsy are given with the information they needed to make informed choices.
Accurate information about the true risk of any children with epilepsy they may have is
disseminated. Other measures to prevent epilepsy is also given by CADIP and NDRDP
staff by giving education on prenatal care and safe birth practices to prevent idiopathic
epilepsy and teaching the importance of vaccination programme for infectious diseases
which intern prevents secondary or symptomatic epilepsy. Now there is a need to teach
them about specific precautions to be taken in the case of febrile conditions and
convulsions. Education is also needed to provide awareness about the faith healers/god
man and the importance of the drug compliance.



Intervention activities planned

To develop a booklet in the local Tamil language focused towards epileptic
patients and their families with a major input from the CADIP and government health and
advocacy team members; as well as, the team to do an internet search and discussion with
professionals in neurological sciences to enrich this manual. Active efforts should also be
taken to look for similar materials produced by other organizations/ hospitals. It should
also explain the epilepsy medicine and how it acts in simple terms because at present
some of the private practitioners are exploiting these mostly poor fishermen community
who are in low income group, as well as most of them are semi or illiterate. The common
and wrong information given by some who take advantage of their ignorance is by telling
them that the injections and tonics that they give help in brain growth!

The booklet should also address the existing wrong and harmful practices carried
out by the families and communities and it should be amply illustrated for the usage of
semi and illiterates. Mrs. Rajlaxmi, the caregiver said that this educational material
should have a plastic cover that is durable so that it could be referred frequently.



