Hariksha Trust, Thiruvannamalai - Site Visit Report



Background - Trust & people involved

Hariksha People's Welfare Trust (www.harikshatrust.org) was founded in September 2006 with Mr. P. Ravi as the managing trustee. It is registered under the Charitable Trust Act and has 80G approval. There are five trustees in all, including his wife Mrs. Sujatha. Ravi and Sujatha spearhead the causes of the organization, and do the groundwork for the goals they have listed out.

Ravi has been working in the field of Ortho equipment for about 11 years with an organization named Terre Des Hommes CORE as an Ortho Technician in Thiruvannamalai. He works on modifying wheelchairs and tricycles to suit physically disabled children and issuing equipment to poor physically disabled children. He has also worked with an organization named Mobility without Barriers to modify equipment imported from the U.S. for various roads and conditions; they are currently being supplied to children in Ethiopia. Ravi provides similar equipment to children in Tiruvannamalai.

Sujatha has a degree in special education called "Multi-purpose Rehabilitation Technician for CP/MR children" from RDI (Rehabilitation of the Disabled in India), Pondicherry. She worked as an educator in a school for special children at Thiruvannamalai run by TDH-CORE, after which she worked as a special educator in a government-sponsored SSA program in Chengam block for a year. She then worked as a special educator for two years in Melmalayanoor block of Villupuram district for a government-funded program administered by V-Excel Educational Trust of Chennai. Incidentally, Asha Seattle provides funding for V-Excel and I happened to do a site visit last year.

There are a couple of projects that Hariksha runs now:

1. Education Sponsorship Program for poor children - They provide free uniforms, note books, stationery, and medical care if required for about 30 school children in the Thiruvannamalai area.

2. Creche for the working women's children - They run a for-profit creche for children below 3½ years of age and charge a fee of Rs. 300/- per child per month. The idea stemmed from their own lives because they faced day care concerns for their children when they were both working. They plan to use the income from this creche to support more initiatives that they have in mind. One immediate plan is start another free creche where daily laborers and construction workers could leave their children for the day.

Meeting & documents

Hariksha Trust plans to start a learning/rehabilitation center for Cerebrally Palsied (CP) and Mentally Challenged (MR) children targeting children in Avalurpet panchayat located in Gingee taluk, Melmalayanoor block, Villupuram district. They had submitted a proposal for this project with a lot of detailed supporting documents to Asha Chennai. They wish to employ special education teachers and staff to care for and teach such children whose parents cannot afford treatment or care. They also propose to provide required health care, and transport the children from and to their homes to help implement the program.

My wife and I reached the temple town of Thiruvannamalai after a two hour bus ride from Thirupattur on April 22nd at 12pm. Ravi met us at the bus stand. I had requested a taxi so that we could visit as many children as possible in different villages later in the afternoon. He took us directly to the Hariksha Trust office where we were given a warm welcome by his wife Sujatha, the creche children, and their teacher. Ravi's colleague and friend Mr. Sathish, who volunteers at the trust, also joined us.

The creche cum trust office is run in a rented house in a Tiruvannamalai neighborhood. They started by giving us a background of the creche. As it happens, most of the women whose children come to the creches are employed as government staff. They mentioned that there had been no such day care options for working women's children earlier. There are 18 Pre-KG children at the creche now, which functions from 9:30am to 4pm. They have employed a teacher and a caretaker. There are some toys and play equipment for the children, and educational materials such as charts, flash cards, and ABL material. The children are given snacks, lunch, and milk provided by their parents, and taught using the play-way method. They have a computer session in the mornings for children between 1½ and 3½ where they observe the activity. They are taught rhymes, stories, drawing, and other activities during the day. Parents are given a daily report on activities conducted, and the kids are not given any written work as they are very young. The kids were rather sleepy and ready for lunch when we met them. We interacted with them for a bit, and then went back to the office room. The creche as such appears clean and well maintained, and the children are well cared for.

We went over the following documents:
1. Trust deed, 80G approval and PAN card.
2. Audited financial report for 2006-07 and unaudited report for 2007-08 - Their main sources of income are the creche and local donations, and most of their expenditures are related to administration costs. The trust has a two-wheeler, and apart from the playthings for the creche kids, they do not have any fixed assets.
3. Donation book - Their local donations are not substantial but Ravi mentioned that they are trying to scale up their fund-raising.
4. List of students supported by their Educational Scholarship Program (ESP).

Just when I thought I'd ask him if it was possible to meet some of the children, he said that a few children were waiting for us in the creche already! There were seven children, 6 girls and a boy, and I asked each one about their backgrounds, family situation, school, etc. Some of them were supported by single mothers who work as daily laborers or housemaids, and others were from big families where only the father worked but didn't earn enough. All the students go to government schools, and Hariksha gives them free uniforms, notebooks, and medical care for some; they spend anywhere from Rs.750 to Rs.1000 per student per year. One of the girls is being treated for Tuberculosis, and Hariksha supports treatment expenses for the child.

Project background & proposal

Ravi and his wife gave us an idea of the facilities for mentally and physically challenged children in Thiruvannamalai district. They said that there is currently no government run center for such children. Thiruvannamalai attracts a lot of foreign tourists because of the temple and Ramana Maharishi Ashram, who have been giving a lot of aid/funds for social causes. There are about 250 active NGOs in the town and 12 of those work for the causes of special children. They pointed out that there is a good, efficient set-up for mentally challenged children in the town of Thiruvannamalai and smaller towns nearby, but none for the villages around. This is the main motivation behind their wish to start a center that caters to children from the rural areas.

Also, Sujatha's work with V-excel was in Melmalayanoor block of Villupuram district. The program's main aim was for special educators to train regular government school teachers to work with disabled children in an integrated setup at the schools. Her work also involved visiting disabled children at their homes, including children with severe disabilities for whom attending regular schools was just impossible. She was part of a small team that did a survey in 2005 on behalf of SSA to visit and collect details about all CP/MR children in Melmalayanoor block. It is this list they have used as a starting point to shortlist the children most in need of intervention and care for this project proposal. (They have since visited these 20 children several time to gather more information). Her opinion was that the government programs are not very effective as it is often impractical to cover more than two schools in a day (though they might be required to visit 4 in a day) in remote areas where access is difficult. She also feels that the training given to regular government school teachers does not often reach the children because they already have their hands full with the mainstream children and just can't spend the required time and effort on the special children. Also, not much aid or care reaches those children whose disability is too severe for them to attend regular schools. Government employees visit the children once in a while and submit reports, which only increases the parents' expectations but there is never a positive follow-up. It is also difficult for parents to access government aid. There is a Maintenance Grant (MG) of Rs.2000 that these children are entitled to receive every four months but there is a lot of paperwork required apriori and the funds always end up reaching very late. The couple said that parents of disabled children have to go to Gengi to access government benefits; and would have to spend about Rs. 45 for transport for each visit, which they cannot afford frequently.

Such lack of care and intervention is the main reason for wanting to start a center for special children. Their plan is to run a day care center cum school for children in the Avalurpet area. They intend to rent the space for the project. For children shut up at home without primary care, they wish to work on some basic development in terms of hygiene, motor skills, physical therapy, and other kinds of therapy as appropriate. The proposal is to arrange for transport (preferably a van) to pick up children from their homes, bring them to the center, train them during the day, provide a noon meal, and drop them back at their homes in the evening. It is well-known that special children take a very long time to pick up things (for example: holding a pen, saying a word, etc) that we might consider basic and natural. This implies that any project for such children should have to be a long-term effort. Ravi said that, ideally, a group of five children would need a teacher and a caretaker. They propose to appoint two special education teachers, a caretaker, a project coordinator and a field staff initially. Their goal is also to create awareness among parents and family to ensure that their efforts are supported in the home environment as well. Their long term goal is to get to a stage where they can provide vocational training to make the children independent.

Some of the things they propose to offer to the children:
- Regular medical check-ups for the children
- Medication where needed
- Physical Therapy
- Personal hygiene habits (potty-training, using soap, toothpaste, etc)
- Ortho equipment for children who require them

I asked them a few questions about the budget and the proposal they had submitted. I asked them if they would need government approval to run such a center, and they said it would be needed, and approval can be procured only if they appointed special education teachers. I wanted to know what exactly the coordinator's and the field staff's functions would be. Ravi explained that the coordinator would work on writing reports that track children's progress, generating local funds, identifying local resources, and designing awareness programs. The field staff would go to the homes of the children, administer awareness programs for parents, survey the area for affected children, and help them procure government benefits such as ID cards. Sujatha said that once the center is ready to start, they would follow the Assessment Format, a elaborate standard provided by the Madras Developmental Programming System (MDPS), to assess the level of disability of all the children. Having seen similar nutritional meal budgets in other projects, I suggested that a budget of Rs.10 for one meal per child seems to be too high; this especially in view of the fact that they have listed milk support (at home), and snacks and milk at school separately. Transportation is another important issue. It might be impractical to expect the parents to bring their children from remote areas to the center everyday, so Hariksha might have to look into it on a case-by-case basis and work it out.

One interesting note is that Ravi felt that getting a one-time FCRA should be pretty straight-forward and usually takes an average of 3 months if all documents are in order. He said he has discussed this with his auditor already and is also aware of other NGOs getting one-time FCRA. One of the main documents required is an MoU between the funding agency and the NGO receiving funds.

The children

At about 3pm, we set out in the taxi to meet a few disabled children. Ravi and Mr. Sathish led on the bike, and we followed. Avalurpet village is about 20 kms away from Tiruvannamalai. This is when we perceived the extent to which a centre for the disabled is needed in the area.

We first came to the home of Gowtham aged 7 and Lokeswaran aged 6, brothers who have had disabilities from birth. Their family is from Vadugapoondi village; the children have an elder sister who does not have any disabilities. The children have severe cerebral palsy. When we reached, Gowtham was lying outside on the porch, completely naked, on a dirty sari with flies buzzing around him. Lokeswaran was lying inside in a similar state. Their grandmother is their caretaker during the day, and cannot see too well. She feeds the children. Gowtham can speak a little, and tries to respond when spoken to. His limbs are non functional, and he cannot move his head. When asked if had had his lunch, Gowtham said he had not. We were not quite sure if he had been fed or not. Lokeswaran is in a worse state; he cannot speak or respond. His limbs are loose and his eyes unfocused. The mother who was working close by, came over shortly, and hurriedly dressed the children. She told us she had taken the children to doctors at 1½ and they were diagnosed of Cerebral Palsy. The doctors had not given any medication however, and taught the parents a few exercises to administer. The parents did the exercises for sometime, but gave up later on. She demonstrated a few when Ravi asked her to. The children are in a pitiable state, lying stark naked in the heat, in very unhygienic conditions.

We then went to Ilavarasan's home. The boy is also from Vadugapoondi village and is suffering from CP with multiple disabilities. He, however, goes to the government school and is studying in the 7th std. He was able to talk and respond, and is faring alright at school. His limbs are not functional, and his mother takes him to school everyday and brings him back. He was healthy until 2 1/2 and then fell sick with a fever. Sujatha said that he is a moody child, and answers questions only when he feels like it. He is not being given any medication, and the mother has no time to help him with his physical exercises. He seemed tractable and cheerful to us, and is definitely in need of physical therapy and treatment.

Kanniammal was another sorry sight when we saw her. She lies outside wearing a dirty dress in a small barn on the ground at her home in Kollakottai. She has a condition that needs her family to feed her atleast once every hour. If she is not fed so often, she faints. The child cannot talk and was asleep when we arrived. The mother came over from the fields nearby and answered our questions. She said that when Kanniammal feels strong, she sits up but can't eat by herself or move around. Someone has to take her to the toilet too. The child woke up and smiled when she saw that we were paying attention to her. Her mother said she can recognize immediate family members when they approach. The child does not sleep well at nights, and the mother has to sit up often to care for her. They had taken her to a doctor when she was 3 (she is now 7 yrs old) and they gave her an injection, but it didn't help. They take her once a month to a local doctor for an injection, but she does not get any physical therapy, and the mother does not know why she has the eating disorder. The child has sores on her thighs and buttocks from sitting or lying on the floor all the time. They had bought a walker for her and tried to make her walk, but that didn't work. Soon as she woke up, the child started beating on her mouth asking her mother for food. The mother tried to control her a few times but she started asking again, and we decided to leave. Kanniammal is mentally disabled and has CP. This child really needs help in all aspects - medication, therapy, hygiene, and attention being more prominent needs.

Poovarasan is one of the worst off children. He was lying unclothed outside his hut at Thazhangunam village when we reached. He is about 6 years old, and can stand up. The child does not respond; he can hear and reacts to pain, but cannot do anything else. He cries when he is hungry. Ravi said that during their last visit, there was no sign of the parents and the child was lying all alone in the hut. The neighbors had informed him that they left the child alone for several hours together. The mother who came over after a neighbor fetched her, said that she remained at home mostly, but had to go get the goats sometimes, and they left the child alone for an hour or so, not more than that. They had paid Rs.2,000 for some Siddha treatment because the doctor said he would recover in a month's time but it had had no effect on the child. They had taken him to Chennai and Pondicherry for treatment before that, but he had not been given any medication. At Pondy, they were asked to keep the child there for a month, but they did not. They have spent close to Rs.25,000 so far on doctors and medications with little to show for. The child has sores on his fingers from sucking on them. While we were talking to the mother, he urinated on the ground. She did not even wash him, but left him as he was.

Sudhakaran's story is a sad one. He is now 13½ years old, and was healthy until about 3 years ago. He studied in a regular school until he came down with brain fever. Delayed treatment and care led to CP and mental retardation. Sudhakaran can clearly understand when he is spoken to but cannot respond. His limbs are not functional, and he can move about only on his knees. When we asked him if he had eaten, he acknowledged he had, and tried to say what it was that he had eaten. The father didn't seem to remember any details about the doctor who had treated him. The child is dressed in an old pair of shorts held together by a string. Often the parents lock him up in the house leaving the TV on. He was drooling and when Ravi asked the father if he just let the child drool, Sudhakaran immediately tried wiping it off. Sudhakaran has a younger brother who is healthy and goes to regular school. The boys don't get along and fight each other all the time.

Vignesh is a spirited boy who is able to walk and run. The child did not have a piece of clothing on him when the mother brought him over. She explained that he pulled off his drawers everytime and she just gave up. He fell off the cycle when he was only 3 months old, and a head injury led to his condition. He can't understand when spoken to, does not respond, and is prone to fits. Since he runs away and is hard to control, his parents tie him up sometimes. He throws tantrums, and is not toilet trained. He can only recognize his hut, and the row of huts opposite his home, and can eat by himself. They took him to Baby hospital at Chennai when he was about 7 months old. They offered help, but the mother brought him back as she did not like the atmosphere of the hospital. There were no efforts to help him after this.

Ravi then took me on his two wheeler to see a girl called Venda. We had to cross a dried up lake to access her home at Kundhalampattu village, and the car could not have got through. She is about 14 years old, and has no shirt on. She has had the defect from when she was about 3, and can't stand or walk. She too suffers from convulsions, although she hasn't had any in the past year. They had taken her to Chennai and Pondicherry for treatment, but weren't given clear information on her condition. Her parents did not pursue any treatment after this. Because she moves about on her knees, they are scratched and worn thin. She gets a maintenance grant from the government.

Thoughts & suggestions

These were only a few children among those Hariksha has listed out. We spent more than 3 hours to visit these 8 children and did not have time to see the rest, but the ones we saw were enough to convince us that the children desperately need care and treatment. One common thread is that the families are very poor and the parents are hard working, and most of them have merely given up on the children's conditions. We could see that the parents cannot be completely blamed. They have other responsibilities and cares, and a special needs child is a great burden for them to shoulder. When we saw the children lying in their houses in such a sad state, we could only think "Why do they deserve this?". The children have a right to better conditions, to care, affection, and attention; the need is genuine indeed.

Where initially I had been skeptical about the budget for transportation, I realized the need for it after having visited the children's homes. It would be highly impractical for parents to bring their children to the center everyday, atleast until they are convinced that something positive can be done for the children. We also noticed a similar pattern with almost all the children. The parents have taken them to doctors in Tiruvannamalai, Chennai or Pondicherry. However, they have come back with no information, solution, or medication in most of the cases. Sudhakaran, for instance, was taken to CMC and treated for brain fever. It appears that there is either a lack of information provided by doctors about treatment for such children, or a lack of understanding on the part of the parents.

If Asha decides to fund this project, I'd recommend a few things:

· All children should go through a thorough assessment before joining the center 

· Clear developmental goals should be outlined for all children 

· Progress reports will be crucial to assess the impact of the project 

· Assuming that reports and other documents are in order, Asha should commit to at least three years of support (as requested by Hariksha) given the need for prolonged care 

· They should involve parents in their programs as much as possible; it will serve as a good awareness exercise and more importantly they will learn about providing the right kind of care for their children 

· Hariksha should actively (RTI, etc) gather information about and tap into all available government policies and funding for special children 


Photos
http://picasaweb.google.com/chennai.asha/HarikshaTrust 

- Bhaskar Venkateswaran
  April 22, 2008

