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CENTRE FOR CHILDREN WITH SPECIAL NEEDS

Initiated in 1993, this is one of the few Centers that provide services to a range of children with multiple disabilities. The major aim of this center is to be able to provide quality services to children with moderate to severe multiple disabilities. The other aim of this center is to research the different areas of work with children in areas such as curriculum development, assessments and program planning in the Indian situation. Children within the ages of three to sixteen can attend this center.

This year, the center has catered to 22 children with multiple disabilities.

A new section ‘Early Intervention’, was started in September 01.  Children in the age group of 3 years to 7 years are part of this section. At present there are five   children in this group. Three of them are children with Cerebral Palsy and two with Autism.

 Ritika’s diagnosis is C P spastic quadriplegic (severe) with craniostenosis with mental retardation and epilepsy. When she came to us in November 01 she would only lie down.  She was also fed in this posture and was fed only liquids. She was immediately given an appropriate seating aid after an assessment.  Now she has accepted her chair and allows to be fed semi-solid food via pocket feeding method.  There are however, still days when she is under the influence of anti-epileptic medication and is drowsy and refuses to eat.

 Seven-year-old Ishan who is a child with Autism would refuse to sit.  He would scream and throw himself on the floor and bite himself. Firm and persistent behaviour management has resulted in encouraging him to remain seated on his chair for longer periods of time.  This has enabled us to tap his inherent cognitive potential. With mild support at his wrist Ishan is able to write and express himself.  He is doing Maths of Class III-IV level, Science, English, Social Studies and General Knowledge of Class II level and Hindi of Pre-Ist class level.

Parth who is 4 ½ years old is also a child with Autism.  He would always be running around when he came in September. Now he allows himself to be seated in his chair and is following the Nursery syllabus.  He communicates by pointing to appropriate pictures and letters with mild support at the wrist.
Our day starts with a 15 mins. assembly.  All the student of the Centre assemble and sing a hymn. The day/date/month and year is shared with peers and the current events/news is also shared.  We are proud to say that three of our senior students conduct this assembly independently on a rotational basis now.

Music

This year a trained music teacher Mr.Neeraj Kapoor joined to train our students in Hindustani vocal music. Mr. Neeraj is a highly trained musician and also a person with cerebral palsy. Our music teacher also accompanied us for all our music competitions and for our play.

Clay and Papier Mache

Mr. Dharmanand gives all our students the experience and stimulation of kneading and rolling the clay to make objects like baskets, bells, ball, beads, paper weights and candle stands.  He assisted the children with hand technique to make objects and helped ASTHA raise funds through the sale of these products.

FESTIVALS, CELEBRATION, LEARNING AND CELEBRATION

To evoke the spirit of patriotism and to educate children about the essence and significance of festivals of India we celebrated some of the Indian festivals at the Centre with students of other projects.

Rakshabandhan

Students made rakhis and the girls tied them in the wrist of the boys. One of our students shared with his classmates the historical significance of this festival.

Independence Day

The staff presented the Road to Freedom in a street play format with significant props, to educate the students about the difficulties encountered in making India an independent country.

Janamashtami

One of our students enacted the role of Lord Krishna and another of Radha. All the students churned cream to make butter which was then hung in a pot and our – own Krishna pulled it down to share it with all his fellow mates.  All the students sang   songs while our Krishna and Radha merrily enjoyed swinging on the tyre-tube swing.

Dussera

The senior group of students enacted the last episode of Ramayana, the battle that ensues and our Ravana gets struck by Ram’s arrow aimed.  All the students rejoiced with the victory of good over evil.

Diwali

The role of Ram, Sita and Laxman were enacted by our students. One of the students told all of us the significance of this festival. After which the trio moved towards a make believe Ayodhya using their respective forms of mobility. All of us recited bhajans/hymns.  The festival culminated with lighting of diyas and eating sweets

Christmas

The junior group of students enacted the nativity scene where they enacted the roles of Joseph, Mother Mary, Baby Jesus, Reindeers, Goats, Rabbits, Horses and Santa Claus.

Our very own Santa did a jig on Jingle Bells. Christmas carols were sung and we had a guest Santa from MACS (Make a child smile) who was uproariously hilarious and made everyone’s day.   Each and every student got a gift from Santa Claus 

Holi


One of the students shared with all of us how holi came to be celebrated as a festival after Holika got burnt and Prahlad survived the numerous onslaughts on him by his uncle.  This was followed by students smearing bright colours on each other and devouring sweets.

Here are some of the other exciting activities that our children participated in this year

1) Three young adults attended the workshop on Save the Environment at SSNI. They were made more aware of issues related to the environment and the usage and importance of biodegradable products in the environment. They also observed how polythene can be recycled,

2) The clay workshop at Sanskriti Kendra was attended by all students from the different projects of ASTHA.  Children were given hands on experience of working with potter’s clay – July. The children were also taken on a nature trail where they learnt about different trees and plants. (July)

3) Two young adults participated in the welcome song along with students of other organizations for special children for a competition organized by Very Special Arts India.  Other students of ASTHA went as an audience to India Habitat Centre. (August 2001)

4) All students of different projects of ASTHA went to the zoo, where they observed the animals and their behaviour with their mates, and their young ones and their pattern of walking.  The students were hence able to translate the observed behaviour in a stage show put up by ASTHA    (November)

5) Four students and two staff members from CCSN went to British Council Lawns for the First Story Writing Contest and Madhubani Painting Workshop conducted by Very Special Arts India.  Kedar won a consolation prize in story writing.  The topic he chose was “If I was the Prime Minister of India’ – (December 2001)

6) Four students and 2 staff members from CCSN went to the post-office at Kalkaji where the students were made to observe the daily work in a post-office. They were told about the significance of ‘Red’, Blue’ and ‘ Green’ colour post boxes They were taken to counters dealing with selling stamps, inland letters and postcards.  They also interacted with the postmen who were on their way to deliver letters on their bicycles – (February 2002)

7) Six students and two staff members from CCSN went to Akshay Pratishthan to participate in Akshay Utsav where they presented a group song – (February 2002)

8) The junior students of all projects of ASTHA went to the newly renovated children’s park at India Gate for sensori-motor integration – (March 2002)

9) The senior students of ASTHA went to Sanskriti Kendra for Drama, Dance and Movement Therapy under the aegis of Ms Madhulika Nagpal 

We were successful in mobilizing a skilled carpenter from the community to make special postural aids for our children after appropriate assessment by the technical staff.

Similarly we were able to get a skilled professional to install adaptations in the toilet for improving the functional competency and level of independence in toileting of our students.

Working with Parents

There has been a need based regular sharing of methodology of imparting education/speech therapy and of physio/occupational therapy with the parents. Parents come and observe various sessions and there is a reciprocal gaining of an insight into the child’s ability.  

We celebrated Diwali Mela and Christmas together.  Parents and students had put up stalls of delectable goodies.  There was a stall of object ‘d’ art made by students of different projects of ASTHA. The sales from all the stalls helped raise funds for ASTHA.

Wherever parents needed to talk to us about their child or themselves or when they just wanted to be heard, we hope that we have given them a listening ear to the best of our ability.

Whenever we needed to take our children to various outings or competitions and were faced with the crisis of commuting, parents very generously lent us their vehicles with the driver.

OUTREACH PROGRAM- (Navjivan Camp – Govindpuri)

The aims of the outreach programme are

· To rehabilitate children with different disabilities

· To empower the community to become partners and catalysts in the rehabilitation process

To achieve the above, the areas of focus this year were:

· Work with children and young adults

· Work with families

· Work with community

Work with Children and Young Adults

In the year we worked with 55 children and young adults:

	Cerebral palsy
	10 children

	Orthopaedic problems 
	19 children and adults

	Mentally challenged
	11 children + adults

	Hearing Impairment
	9 children

	Visually challenged 
	1

	Other problems like Delayed milestones, Malnutrition, Hydrocepheles heart problems and navel hernia
	5 Children


Early Intervention and Detection 

Early detection of disability was a focus area of work this year

Jannat‘s mother came to us when Jannat was 17 days old. She was born with Spina Bifida, which if left untreated would have left her with permanent disabling condition or would caused death. She has been successfully operated and we hope that as she grows we will be able to minimize all complications related with her disability. 

Our collaboration with Care-Nidhi (a support organistation run by Dr. Sunanda) to do a survey in the community, has helped in identifying children in need of early intervention. 

Collaboration with Shroff Eye Institute at Daryaganj to train personnel regarding vision screening will be enable us to screen school children in the Govt. Primary School II, morning/afternoon shift in Govindpuri. This would take place in April 2002 and after which the children would get need-based intervention through the doctors of Shroff Eye Institute.

Intensive work was done with 8 children with hearing impairment. Networking was done with Dr. Prem Victor (Society for Rehabilitation and Research for the Handicap). Free BTE’s (Behind The Ear Hearing Aids) have been given to 8 children after audiograms and assessments. Children are now given training at the society twice a week.  We hope that with this input the children will be using speech rather than gesture for communication. 

Nutrition

Regular nutritional input was given to 3 children.  Bhawana who we thought would not even survive, is now able to pull herself to stand and walk by holding the wall.

Participation in the Play ‘Dosti’

For the first time 6 children from the project with conditions ranging from Mental Impairment to severe Cerebral Palsy and Hearing Impairment participated in a play titled Dosti at India Habitat Centre.  This play was a part of ASTHA’s fund-raising effort and awareness raising regarding abilities of persons with disability.  For the children and young adults from the outreach programme, it was a once in a lifetime opportunity to be onstage and they gained tremendous confidence.  For parents it was an eye-opener as to what all their child with disability can do. 

A group of 10 children which includes children with cerebral palsy, mental retardation and hearing impairment were taught how to use the mediums of clay and paper mache by Mr. Dharmanand who is a professional in this field.

These items were also sold at the Diwali Mela at the main ASTHA Centre.

An outcome of this learning was also that 3 children from the outreach programme participated in the Regional Abilympics held by Amar Jyoti in November 2002. Jang Bahadhur who is 19 years old and mentally retarded won the 2nd prize in his category i.e. ceramics.  He will now compete in the National Abilympics to be held in November 2003.
Medical Intervention 

Like any other year medical intervention played a major role in our work. This year 22 children and adults were shown in various hospitals for vision impairment,(4)  hearing handicap(8) and orthopaedic difficulties (10).

Ramesh, 42 years, had TB of the Spine and was bedridden so for the last 5 years.  He had already undergone 2 operations of the Spine at various hospitals without any improvement. We had started physiotherapy but felt there was not a major movement. He was admitted to St. Stephens Hospital for intensive therapy input.  Due to this Ramesh is now walking with a walker.

The main challenge for our work in the future for medical intervention is how to empower the families to take their children to far off places like St. Stephen’s Hospital on their own. We have also started trying to network with nearby hospitals like Batra and Majeedia hospitals to see how people can access their services either free or at minimal cost.  There is also a great need now to network with the local doctors so that with training and partnership the parents would have better services available in their own community.

Work with Families

Since one of the focus of the year was also parent training and formation of parents group; regular meetings were held to give them information about various issues related with disability.  About 8 parents attended these meeting regularly.

Information sharing was done about the condition of their own child so that they would be able to recognize some milestones related with disability.

Information was shared regarding Disability Certificates and it’s need, and the process of getting it made according to their child’s disability.

An outcome of this was that 12 parents took their children for disability certification.

One of the needs, which came up during these meetings, was getting a loan to start a small business. Information regarding loans given by Family of Disabled (F.O.D) and National Handicapped Finance Development Corporation was shared and terms and conditions for such loans was explained.  Also information regarding parents groups and how they can access loans was shared. 

Looking at the vocational needs of parents with children with disability we have started a group for vocational training in tailoring for mothers of persons with disability. 

Information regarding free hearing aids was given and as 8 children did get the aids. A group seems to be emerging of parents of children with hearing impairment.  They have started going for auditory training together and in future may depend on one another.

Work with the Community

An eye camp was held in collaboration with Venu Eye Clinic for the Community in March 2002.  More than 150 persons were registered in the camp.  In the camp 13 persons with cataract were identified out of which 9 were operated upon in the Venu Hospital. Follow up camps would be held regularly and we hope that the community can access the services of Venu Eye Clinic on their own in the near future.

COMMUNITY BASED REHABILITATION (Lal Kuan)

Introduction

In August 2000 ASTHA entered into partnership with Action Aid to initiate a community based rehabilitation program in the Lal Kuan area in South Delhi. This need was felt after a growing number of children with disability from the Lal Kuan area started coming to ASTHA’s extension program held at the Tughlakabad Center

Most of the population living in Lal Kuan belongs to the lower economic strata with most of the people working as labourers on daily wages or in factories in the Okhla Industrial area. 

Lal Kuan is an area sorely lacking in public services. Medical services are almost non-existent in the area. There is no proper sewage disposal system. Most of the houses tap electricity illegally. Very few houses have running water. There are bore wells and the municipality water comes once a day. 

The project has been started with the following objectives for the first year:

· To understand the needs of the community and to facilitate the formation of groups within the community.

· To conduct a detailed needs assessment door-to-door survey.

· Start multidisciplinary rehabilitation services in the area for persons with disability.

· Sensitization of local community, schoolteachers, anganwadi workers, local leaders etc on disability related issues.

· Identification and training of community workers.

Although the project area consists of eleven blocks.  ASTHA has focussed on services in the A,B.C blocks for the first year.

Achievements
Staff from Astha started with going into the community and meeting the local leaders, women and the local shopkeepers and teachers. Through these conversations with the members of the local community we got a basic understanding of the area and the issues that concerned the local people.

The community at Chungi No.2 has given ASTHA a room for its use in the Panchayat Ghar. The staff of ASTHA use the room for new registrations, follow-ups and referrals every day. The room is also used for meetings.

A door to door survey of all the even blocks in Lal Kuan has been initiated and is well under way. A total of 71 persons with disability have been identified in the area so far.

	Orthopedic
	30

	Mental retardation
	4

	Hearing/speech
	16

	Visual
	5

	Cerebral palsy
	2

	Multiple disability
	10

	Epilepsy
	1

	Learning disability
	1


Meetings are held at the Panchayat Ghar   which women from the Chungi No.2 (Block A and B) area attend. During the meeting various issues were raised. Astha has started work on some of the issues vocational training in tailoring has been started with Mrs. Ganguly of Durga and a ten day course on fruit preservation is shortly going to start with Katha Khazana.

Meetings are being held with various organisations so that collaboration and networking can take place. Some of these are:

· Anganwadis.

· Kalyanam – (A local NGO working in the field of education)

· Local MCD Schools.

· Sampark  (a local NGO working in the field of education)

Regular meetings of persons with disability and their families have also been initiated.

Rehabilitation services are ongoing for children and persons with disability in the areas of:

· Physio and Occupational therapy

· Speech therapy

· Counseling

· Medical services

· Integrated education

· Vocational opportunity

Medical Intervention

Total number of people referred for medical intervention:

	St. Stephens Hospital 
	19

	ESI Hospital 
	2

	Batra Hospital               
	2

	AIIMS   
	5

	Venu Eye Institute 
	3


Regular monthly eye camps are held at the Panchayat Ghar in collaboration with Venu Eye Institute for the community. This year four such eye camps were held. Approximately 600 people including children attended these camps.

One person from the local community has been identified as a potential CBR worker and has been employed by us on a full time basis to start work on the survey in the various blocks. Another person with disability worked with us on the survey. Both of them are being trained in disability and issues related to it as well as the various kinds of disabilities and how to identify them.

Advocacy and Linkages

During the initial meetings with the local community members the lack of medical services was a major issue that was identified.

In connection with this meetings were held with the various hospitals in the area namely, Batra, Majeedia and ESI. . Staff from ASTHA have also met the representatives from the Said Organization and the Delhi Cheshire Home who are already running free clinics for TB patients on MB road. 

Information on the disability certificate was given to family members of persons with disability and persons with disability themselves.

After being given the relevant information parents have gone to St. Stephens Hospital in groups to avail of the various services there.

A play was arranged at the Chungi No.2 Panchayat Ghar in collaboration with the Balsena of Amar Jyoti called “Kuch baat samaj mein aai “. The play, which dealt with disability issues was held on 28th October and a large number of people from the community attended it.

Major Learnings

One Major learning was that we realized that if actively involved in the project the community takes the initiative to take on responsibility and do work for the project. An example of this is the work that the members of the local youth group and the community did in spreading the news about the play held by the Amar Jyoti youth club and of the eye camp held. Community members went around the entire Lal Kuan area putting up posters and announcing over a megaphone about the events.

INFORMATION AND COUNSELING UNIT

This unit aims to :

· Generate information in the area of disability relevant to the Indian environment

· Conduct research on issues that directly affect the lives of people with disability and their families

· Reach out to people with disability, organizations and professionals

· Provide counseling services to persons with disability and their families and to provide the specific information they require

Consultancy to the Dalmia Sewa Trust

Members of ASTHA worked as consultants for a site on mental retardation being set up by Dalmia Sewa Trust to work as consultant on a site up by Mrs. Jayanti Dalmia on a site that she is starting on Mental Retardation for parents.  This work has involved weekly meetings, gathering of information and editing the information for the site.  This site is expected to be launched shortly.

Work with Banks

Members of ASTHA were asked to consult with the Indian Overseas Bank by the CEO of the National Trust, Mrs. Jayati Chandra. The bank is aiming to start a specially designated deposit account to encourage the families of persons with Cerebral Palsy, Mental Retardation Autism and multiple disabilities. This account will be in the name of the person with disability but operated by the legal guardian of the person. A feedback from our parents has been sent to the bank for further action on the scheme.

Work with The National Trust

Members of ASTHA worked to on an information pack for the National Trust information people about :

· The provisions of the National Trust and The Persons with Disability Act

· Issues of Guardianship

· The importance of parents associations

This information pack has been produced in the form of two booklets published by the National Trust.

Members of ASTHA also supported an initiative by a disabled activist to get lower interest rates in banks for persons with disability.

HelpLine

October 2000 saw the start of a telephone and walk in help line at ASTHA. This help-line provides referral services as well as counseling and information through the phone to family members of persons with disability, persons with disability and any person seeking information on disability and related issues. The geographical focus of this help line is the union territory of Delhi.

This is the only such HelpLine in Delhi.  In the year 2000- 2001 members of  ASTHA provided information in the following areas:

	Number of calls
	 405

	Number of calls attended
	213

	Not available
	69 – left office/wrong number etc

	Residential/Home
	16 (The majority of these calls are for homes for persons with mental disability)

	Counseling for persons with mental illness    
	12

	Wanting to volunteer time
	6

	Adoption
	5

	Information on aids and equipment for person with disability
	2

	Information about job opportunities for persons with disability          
	3

	Loans for persons with disability
	3

	Information about schools or

Services for children with disability
	64

	Legal
	5

	Others

Eg.

1) Organizations wanting to employ persons with disability

2) Managing funds for NGO’s

3) Placement services

4) Information on ASTHA channel

5) Wanting to donate old clothes

6) Zee TV wanting to do a story

7) Companies doing market research
	28


During each call our aim is to: 

· Listen and try and get an insight into the needs of the caller,

· Provide information on the basis of this need

· Provide information about the services offered by ASTHA as well as schemes and concessions provided by the government

· Link people to associations or organizations wherever possible

Providing referrals even if the call is for information in an area that is not part of our work. For example,

Seema Aggarwal (name changed) called from a nearby town for a residential home for her brother, Umang, who has mental retardation. Unmang who is now 20 years old, has never been to any school or rehab facility. Among is the only son and has four sisters. Till recently, nobody worried about Umang because his father used to look after him and do everything for him. When Umang’s father passed away two months back there was nobody to look after him. All the sisters were married and were finding it difficult to look after Umang within their families. Also even though Umang had the capacity, he had not been given the skills to do anything. The mother was too old to look after Umang. The other major issue was that all the property was in Umang’s name and the family had not known that they could not manage the property on Umang’s behalf. They were also looking for a residential home for  Umang. Members of ASTHA shared that there were very few residential homes. They shared about the vocational options and the training that was available. They also shared information about guardianship and trust formation.

Prateek, a 9  year old autistic boy had been going to one of the well-known pre-schools in South Delhi.  At age 7, he needed to move on to other school per the policy of the school.  At this stage, his mother approached ASTHA, asking for information of schools where her son could now go to. She had approached a few well-known integrated schools, where responses were not positive and one school even told her that ‘nothing can be done’.  At ASTHA we gave the mother referrals of some special schools working with Autistic children.  They all seemed to have a long waiting lists and could not accommodate late on Prateek.

Prateek’s mother was pregnant with another child.  She had been going through all possible tests to ensure her unborn child was ‘normal’ who did not have to go through the same difficulties.

ASTHA put her in touch with another mother who had to face similar difficulties and finally decided to educate her child at home.  Till date Prateek is at home and his parents are trying this best to give him the best input at home.

What happens to the child in such a case? These are the challenges before us.  There are very few organisations working in the field of autism.  We might refer children to schools which already have long waiting lists.

In order to avoid such situations help-line staffs make an attempt to call as many schools as possible for information.  However, what is clear is that the demand for services is clearly outstripping the services themselves.

Collection and Collation of Material

In order to provide appropriate information we are constantly having to collect information. One of our major challenges has been collating that information and keeping it easily accessible when a person calls for information. Referral is a major part of our work and we need to constantly build information in new areas of work. For example, this year ASTHA received a large number of calls for information in the area of mental illness. It was important for us to have enough information to be able to refer families for this referral.

This year ASTHA also focused on collating information on the disability certificate’ the experiences of parents and persons with disability.

· Information on homes and residential institutions was also collected through phone-calls and personal visits.

· Information on government schemes was updated

· Information on services was also updated by calling special schools listed in directories

· Information on major hospitals and their services was also collected

This year, families walked into ASTHA seeking information on:

· Assessment of child with special needs. This assessment was conducted by a multi disciplinary team and a written report was shared with the parents.

· Two families walked in asking for information on trust formation for their family member with mental disability. 

· One family from outside Delhi came in to find out about residential homes for a young man in their family with mental disability.

· After the telecast of a program on ASTHA made by Zee T.V, we had 5 outstation calls from around Delhi wanting information on disability.

Some of the major issues that have arisen through this service are:

There is a tremendous need for a service such as this in Delhi. The number of calls and visits would increase drastically if the service was advertised. 

ASTHA has been unable to do this since the help-line is not a funded activity.

· After the demise of the principal caretaker (mainly parents) family members do not know how to handle the child/adult. It is at this time that they try to find out about alternative residential arrangements.

· Also many times parents

· Families from surrounding small town seem to be migrating to Delhi in search of services.  However in Delhi, there are long waiting lists.

OUTREACH SERVICE

The Friday outreach service has been functioning from our Tughlakabad Village Center for the last four years.  Through this service we reach out to children and families who do not have access to any other regular service, or those looking for referrals and information.

This year there was an increase in number of registered children with the service. The total number of children registered were 55 against 35 children last year. Out of this, 12 are regular, work with 2 is complete, 15 are dropouts and 12 have been referred. 

	Orthopaedic Impairment
	4

	Mental Retardation
	21

	Hearing Impairment
	9

	Multiple Disability
	15

	Others (Duchmen’s muscular dystrophy, arthograplosis, malnutrition)
	7

	Total Number
	56


This increase in number of children was the result of interaction with Aanganwadi workers and their supervisor in Tughlakabad village and Lal Kuan. Meetings were also conducted with the head of the PHC in the village. Both of them also came for ASTHA’s diwali mela, which was held in November. Interaction with members of the community has also led to the planning of an eye camp in the Tughlakabad area.

Shibu is a 10-year-old child with optic atrophy and mental retardation.  He comes from a low income group family living in Tajpur,Badarpur. Shibu came to ASTHA on his Dadaji’s shoulders. On talking to Dadaji we learnt that Shibu was fed, clothed and supported in all the activities of daily living. The family had been to atleast seven major hospitals and private clinics, trying to understand Shibu’s condition and its implications.  They had spent large sums of money and as a result, their printing business had suffered badly. Even today they continue to hope that One day Shibu will be alright. Through ASTHA, Shibu was taken for yet another eye test.  The doctors once again confirmed that Shibu had severe optic atrophy and could only perceive light. Over the year, Shibu has become partially independent in eating his food. He has learnt to name body parts and is beginning to understand direction. Dadaji (as he is fondly known to all at ASTHA) does not carry Shibu any longer. Instead he gets off the bus, holds Shibu’s hand and walks to ASTHA. Another parent of ASTHA has volunteered to provide epilepsy medication for Shibu, who has recently started getting fits again.  ASTHA is attempting to connect Shibu’s Dadaji with loan giving agencies so that he could attempt to revive his business.
One meeting was also held with NDMC chief to get a ground floor house for Akash , a child with Duchen’s muscular dystrophy. As a result of this meeting the family has got a house. This has now enabled Akash to go out of his house and meet with children in the community with ease.

One small child of 2 years from slum was referred to Dr. Mathew at St. Stephen’s Hospital  for the treatment of CTEV. Two other children Swati and Shubnam were referred to Dr. Mathew for orthopaedic assessment.  

Meetings with Parents
Meetings were held with parents and family members of children who attend this program on a regular basis. These meetings were held to understand the needs of parents and to inform them about the laws, schemes and concessions that are available for them. 

Some of the major issues that came forth from these meetings were

· Lack of knowledge about the disability certificate, where to go and why there is a need to have it.

· Parents feel diffident about going to hospitals on their own and prefer the agency to take them.

· Parents find medical costs very difficult to bear. The lack of information and explanation in the medical areas is a major stumbling block in rehabilitation.

· Most parents seem to feel the need for regular schooling for their child.

An attempt was made to link parents to other parents so that they could go together for the disability certificate. 

Parents who had been successfully working with their children were encouraged to share the strategies they used. 

Counselling and sharing was done with parents in specially difficult circumstances. A family that did not know much about their child’s degenerative condition was counselled about the implications of the condition.

Record Keeping

There was a need to streamline the recording of work in the outreach programme, focussed work was done in this area and a new form for initial observation
LEARNING AND PERFORMING : THE PLAY OF THE YEAR

All the students from the different projects of ASTHA participated in the play titled ‘DOSTI’, directed by Feisal Alkazi. The play was presented at the India Habitat Centre. Based on a delightful story from the Panchatantra, for us the play is not merely an enactment of a story but a process.  Through this process we endeavour to teach various skills suited to each child’s needs. We used it as a medium to teach the children what they usually learn in their class.

Number concept that may not interest Ajay at all in the classroom, suddenly comes alive when he starts learning the concept through the number of monkeys in the play. For Neha it is an opportunity to practice her skills of balancing while dancing.

For our children it also provided an opportunity to be on stage and display -their talents and special ability. It also helped in building their self-confidence and self-esteem. 

Over 50 children  from all the projects of ASTHA participated in this play. Many of the children who participated in this play and made the play a very special event face severe challenges in everyday life.

IN-SERVICE TRAINING
1) Training workshop on ‘Group Therapy’: its aims and how it is conducted: Planning a holistic programme for students in a group of peers of approximately the same chronological age wherein each individual students Individualized Education Programme, and the group’s socio-emotional need is incorporated in the programme  (July 2001)

2) Workshop on ‘sensori-motor integration’.  Using equipment like therapy ball, bolster, balance-board, a stride-engine  (August 2001)

3) Lifting, carrying and transfers Training of caretakers as well as educators and therapists (August 2001)

4) What is Autism and Teaching Methods’ In-service training as well as training of caretakers of young adults in ‘A three day in-service training of staff as well as of parents of children with Autism‘ (November 2001) 

5) ‘The National Trust Act, The Schemes and the issues related to guardianship– This workshop provided an overview of the Act for the staff of ASTHA (December 2001)

6) Ear, its structure, different types of hearing loss, the various hearing aids available and how to interpret the information from an audiogram  (October 2001 – February2002) 

7) Origami: its basic principles  -(March 2002)

8) In-service training of 2 staff members on the usage of ‘curriculum based assessment programme’
The information acquired through various in-service training programme has been implemented in the programming by the staff, wherever applicable.

WORKSHOPS ATTENDED BY MEMBERS OF ASTHA

1) All staff at ASTHA attended the Basic Visual Screening and Assessment Workshop conducted by Shroff Eye Hospital, in order to enable the staff to do basic screening in the community

2) 7 staff members attended a workshop organized by Action Aid on CBR, to have a better understanding of What is CBR?  Strategies for empowering the community to be self-reliant.  Staff was also informed about the tried and tested methodology of approach to CBR              (August 9, 2001)

3) One staff member attended a workshop on The Body and Learning: A focus on Autism, to gain insight into the various techniques of rehabilitating a child with Autism (September 11, 2001)

4) One staff member attended the Annual Training Workshop conducted by Action for Autism on What is Autism and the Various Teaching Techniques (October 18-October 21, 2001)

5) Two staff members went for the Dance, Drama and Movement Workshop, at NIMH  (November 6 and 7, 2001)

6) One staff member went for the Origami Workshop organized by Japan Foundation (January 24, 2001)

7) Five staff members attended the ‘Posicon’ workshop conducted at St.Stephen’s hospital on Cerebral Palsy  (March 22, 2001)

WORKSHOPS ORGANISED BY ASTHA

7) On Activities of daily living: their relevance in the life of an individual
The workshop was conducted for parents and families of children enrolled at ASTHA (September 2001)

7) On ‘Autism: a pervasive development disorder and teaching methods’  (November 24–27, 2001)

3. On ‘Cerebral Palsy – an Overall Perspective’ 

(February 22-24, 2002)

Cerebral Palsy – An overall perspective was held at the ASTHA Center in Tughlakabad on 22/23/24 February 2002 from 9 a.m. to 4.30 p.m. 11 parents and 5 staff (ASTHA) attended this workshop.

The need for this workshop had come from one of our parents who wanted to know about cerebral palsy, it causes and issues related with it like activities of daily living; speech and communication; learning strategies including play based learning;  behaviour problems and its management; self-esteem. Since a lot of new intervention techniques are also now being talked about in working with children with cerebral palsy this was a topic, which was also included.

Though the major part of the workshop was for parents with children with cerebral palsy some topics like behaviour management and play were attended by parents of children with mental retardation also.

The workshop was conducted by in-house staff and for a few topics we had invited professional from outside

Madhumati Bose - A senior special educator, professional of Spastic Society of Northern India

Asha Kumar           - Trustee and speech consultant at ASTHA

Vandana Trivedi   - Senior special educator

The positive outcome of this workshop has been that a few parents of children with cerebral palsy have got together to share their knowledge and problems, on a regular basis among themselves.

Parents have started using behaviour management techniques and also play techniques for their children with severe cerebral palsy.

NETWORKING

ASTHA’s Centre for Children with Special Needs provided the necessary training to a student of the  Basic Development Therapy course who had come for her internship for one month from Spastic Society of Northern India.

A student of The Child Development Department, Lady Irwin College did her field placement in the two community programmes of ASTHA

Students fro the National Institute for the Hearing handicapped did part of their research work at ASTHA.

ASTHA’s staff took students from CCSN and OPD project to Banarsidas Chandiwala Eye Institute for visual assessment.

In December 2002, ASTHA was invited by Mamta(Tigri Village), an NGO working in the area of ‘Mother and Child Health’ to assess persons with mental disability identified by them in Tigri Village. A Team comprising of a developmental therapist, a special educator and a speech therapist went from ASTHA and assessed 50 children/young adults for programming and placement.  In this process, several children with epilepsy also were identified.

Supernita,  a student of architecture, was doing a project on planning a home for young girls and women with mental retardation. This was a hypothetical project based in Dehradun.  ASTHA gave her detailed information about mental retardation so that she could understand the various needs of people with mental retardation and keep this in mind while doing her planning.  ASTHA helped and supported her in monitoring the project.

OUR MAJOR FUNDERS

Ministry of Social Justice and Empowerment

Government of India

Shastri Bhavan

New Delhi

Action Aid

S-385, Greater Kailash II

New Delhi 

ASHA for Education

23608, NE 45th Pl

Redmond, WA 98053

USA

Hindu Society of Ottawa-Carlton Inc
P.O.Box 72017, Kanata

Ontario K2K 2P4

CANADA

National Foundation for India

India Habitat Center

Core 4-A

Lodhi Road

New Delhi 

Women’s Relief and Rehabilitation Trust

21, Golf Links

New Delhi 

Often we find that children in the community are attending schools for the deaf. In these schools, the use of hearing aid and speech is not encouraged. This negates the work of other organisations providing hearing aids and auditory training





Kareem (C.P.Diplegic 4 years is registered with ASTHA’s Govindpuri program) His grandmother lives alone in the village. She was slowly loosing her eyesight.  On knowing of the eye camp Kareem’s grand mother was brought from the village and operated for cataract free of cost.  She is now fine after her operation.
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