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Definition of deafblindness

Deafblindness is a unique disability – a combination of both vision and hearing loss. For many people it is difficult to imagine what it must be like to be blind or deaf; it is almost beyond our comprehension to imagine what it is like to be both deaf and blind. Yet throughout the world there are hundreds of thousands of deafblind people – children and adults. It is estimated that, in India, we will have about 425,000 deafblind people.
Background and history

Until 1997, there was only one school in India providing services to 23 deafblind children. However in a country with enormous magnitude like India, one school was not enough and this need led to the establishment of Sense International (India). Sense International (India) is the first national non governmental organisation that was set up as a registered trust within India to support the development of comprehensive services for deafblind people. Sense International (India) supports local organisations wanting to develop services for deafblind people. Since 1997 from our base in Ahmedabad, we have supported setting up of 37 services in 19 states of our country, prior to which there was only one school for whole of India.

The two prime objectives of Sense International (India) are to:
· Identify and support partner organisations willing to develop services for deafblind people

· Offer a range of services and activities to support partner organisations and promote deafblindness throughout India. 
Community Based projects 

Community based rehabilitation (CBR) is a response, in both developed and developing countries, to the need for adequate and appropriate rehabilitation services, to be available to a greater proportion of the disabled population. Its aims are to rehabilitate and train disabled individuals, as well as to find ways to integrate them into their communities.

Most of the families are unaware of the needs of their deafblind family members and often do not believe that they will be able to communicate with them.  If the successful learning of the deafblind child happens when they are present, they are much more likely to develop positive attitudes. The Community Based Rehabilitation follows an approach where trained field workers / special educators identify deafblind children and give training to them at the door steps in villages. 
Community-based rehabilitation is a strategy within community development for the rehabilitation, equalisation of opportunities and social integration of all people with disabilities. CBR is implemented through the combined efforts of disabled people themselves, their families and communities, and the appropriate health, education, vocational and social services. The focus is on empowering the families to take responsibilities over a period of time.  This is possible only when the families are involved in direct delivery of services right from the beginning.
By educating and raising awareness within the wider community greater integration of the deafblind child with his or her family and neighbors can be achieved and the stigma of being disabled or of having a deafblind child is greatly reduced.  Specific community based activities include events for family development such as picnics and outings, parents interaction meetings, support days, training workshops, social events and festivals.  The programmes are developed in response to a need to reach out to a greater proportion of the disabled population in India, and has been very well received by deafblind children and their families in the areas where it has been implemented.

Home based projects
It has been observed that some time a child who is severely handicapped may not be able to come to a centre or school to avail services. In such a case the field worker / teacher goes to his house and gives training to the child. They also teach the family members about how to take care of the child and how to communicate with the child. This model is known as Home Based Programme. Home based programme is based on the value that ‘every child is educable’ and educators travel to the homes of deafblind children and impart need based training with active involvement of the family members. The focus is on empowering the families to take over responsibilities of their deafblind members. 

The Objectives of the programme are :

· To reach out to children who are not getting any kind of services.

· To integrate deafblind children with those who have residual vision and hearing in schools.

· Work with the family and community as a team – help them to accept the child and understand his/her special needs.

· Help parents to learn essential skills to deal with deafblind child, regardless of their financial and educational status.

· Educate the child in his / her own home envrionment where child will be able to use their skills to the optimum.

· Make maximum use of local resource and infrastructure.

· Create awareness about existence of children with multiple disabilities and special needs and potentials of this group of children.

· Develop the capacities of staff involved in the project.

· To involve families, educators and deafblind people in National Networks.

Special education units

It was found that any child who had any additional handicap besides blindness could not be admitted in the Preparatory unit which was for blind students only. Similarly, other organisations like schools for mentally handicapped children or hearing impaired children could not admit a child with additional handicap of blindness. 

In order to provide education to blind children with additional disabilities specialist education units are required. The children in the age group of 4-14 are admitted into the special education units where they are given preschool training and training in daily living skills. Services are provided on a regular, part-time and homebound basis.  Training towards independence is given in areas of motor development, personal activities, social and communication skills, academic areas, pre-vocational training and sensory situation. After this intensive training the children are admitted to various regular schools where they study along with their sighted counterparts under a scheme called ‘Integrated Education for Disabled children’. The objective is that the deafblind students must get upgraded into the main stream of the society and improve their life. 

Teacher Training courses

Since Sense International (India)’s intervention in 1997 with local organisations in India, awareness about deafblindness has increased significantly. As a result there are many organisations in the field of deafness and blindness throughout India that wish to set up education programmes for deafblind children. However, there was a severe lack of trained specialist teachers in deafblindness. There was an urgent need to develop human resources through the professional training of teachers in this field. 

The Helen Keller Institute for the Deaf and Deafblind has pioneered deafblind education in India and Asia for over more than 20 years. Consequently, with the objectives to expand the pool of professionally trained teachers in deafblindness throughout India and in order to provide greater support and opportunities for deafblind children, the first ever Teacher Training Course approved on 10th March 2000 by the Rehabilitation Council of India (Statutory body under Ministry of Social Justice and Empowerment). It is a one year course on “Diploma in Special Education (Deafblindness)”.  The first batch started on 1st July 2000 at The Helen Keller Institute for the Deaf and Deafblind, Mumbai with ten trainees.  
The need was felt that there are still not enough services in southern India and no teacher training course in the southern part of the country. The Clarke School for the Deaf and Mentally Retarded contacted Sense International (India) for support in extending its services to deafblind children and for initiating a Teacher Training Course for the southern region. 
With the long term aim to improve the quality of life and access to support for deafblind children and to expand the pool of professionally trained teachers in deafblindness in southern India, so as to extend the model of good practice for replication in other states of India, the second teacher training course was started at Clarke School for the Deaf and Mentally Retarded at Chennai with the support of Sense International (India). 

After the completion of the course the teacher trainees who would subsequently either establish new deafblind units within their respective organisations or deliver professional education to deafblind students in existing centres. These trainees are now a part of different deafblind programmes in different models such as Community Based Rehabilitation, Day Care Centres, Vocational Training Centres and Home Based Programmes. Experience shows that their respective organisations have been very positive about the skills of these trainees as they are the first of appropriately qualified teachers. Both the courses have met the essential need of trained human resources on deafblindness in the country. The initiative of starting a recognized course on deafblindness in the country has also given the relevant statutory bodies an opportunity to act and the result has been very satisfactory as deafblindness has become a better known term in the country. 

Since 1997, India has seen the development of services for deafblind people. The major thrust has been more on deafblind children and establishment of services for them. As many of these young people reach adulthood it is no longer appropriate for them to remain in a school setting. It is vital that they develop a greater independence by learning new social and daily living skills and perhaps more importantly learn new employment skills, by gaining experience in a work setting which could be invaluable in enabling them to live within a supported community based environment with the security and dignity of reaching economic independence. 

With the long term aim, “To encourage the growth and development of young adults with deafblindness and to offer them Vocational training opportunities which leads to rehabilitation and self-reliance”, the first and only project in the whole country was established in 1998,  supported by Sense International (India) at Helen Keller Institute for the Deaf and Deafblind, Mumbai. Of all the services available in the country, the Vocational training centre is the only one of its kind to address the issue of training of young adults. 

The training given to deafblind young adults are job oriented and various skills like work related skills, exposure to the outside world of learning and development has been addressed. The focus of the vocation training unit is on the welfare, training and rehabilitation of its deafblind trainees. 

The key benefits of the project are;

· Developing skills of deafblind trainees through pre-vocational and vocational training which enhance their skills in certain trades; which in turn will help them in getting employment.

· Trainees also develop mobility and daily living skills, which is an integral part of the vocational training project.

· The skills that lead to open or sheltered employment of the trainees also developed. This gives them more choices and enables them in becoming contributing members of the society. 

National Networks 

Communication has emerged to be the strongest driving force for human being in this century. The world is coming closer and closer with the advent of many new technologies every day. And suddenly we are finding ourselves in the midst of a new mantra – ‘Networking’. True to the essence of deafblindness, where communication is given maximum importance, networking among all people involved in the field, has grown to be a vital need of the field.

Over the last few years, there has been a concentrated effort to meet with each other – teachers, practitioners, grassroots level workers, professionals, family members of deafblind people and all related to deafblind people of the country. The first such attempt was made in the first National Experts Meeting organised by Sense International (India) in 1998. During which, the participants realized the need to develop the field of deafblindness and everyone came together and pooled-in available information, expertise and visions. 

In February 2002, during the 2nd National Experts Meeting, many national resource persons came together and a further tangible shape was given to this need. It was unanimously felt that a formal network of Teachers / Family and Deafblind people, be formed in the country. 

With the support of Sense International (India), “The National Networks of Families and Teachers of Deafblind People” have been officially registered under the Societies Registration Act and the Bombay Public Trust Act. The network members have chosen different names for their networks; “Abhi - Prerna” - for the Teachers Network, “Prayas”- for Family Network and “Udaan” for Network of persons with Deafblindness / Multi Sensory Impairment.

The objective to establish Teacher’s Network has been to begin as local or regional bodies from different parts of the country with representation to a National Network. The ultimate goal of teacher’s network is to get together and form a network to share experiences. These networks will enable teachers to gain newer skills and plan a better future for deafblind people. The network will be a source of peer support, encouragement, motivation and professional recognition.

For most of us, the family is the constant thread in our lives. Parents and family members play a central role in the lives of all children - especially those who are deafblind. In two occasions, September 1998 and February 2002, parents of deafblind children had come together on a national platform to meet each other and share their experiences and concerns. The group particularly concluded with a resolution that a national level Family Network needs to be developed in the country for parents and family members of deafblind persons. The Family Network will have the specific objectives of sharing own struggles and achievements in coping with a deafblind member within the family, to help other family members in adjusting and accommodating to the needs of a deafblind member within the family, to share information on places and practices that has worked for them in helping to provide support to the deafblind member and to identify means for lobbying and more services for deafblind people. 

Networking and information sharing is an essential tool in the development of sustainable services for deafblind people. Deafblindness is a complex disability and the needs of deafblind people are complicated and varied, making the sharing of information vital. When people sharing a common problem or in a similar situation come together, it gives them a lot of hope and they start feeling that they are not alone in the prevailing situation. The ultimate goal of the Deafblind People’s Network is to establish a strong and supportive deafblind people’s national network that will enable people with acquired deafblindness to gain more control over their lives and to participate in their communities. This network will give them identification and an opportunity to raise their voices. The network formed would be a result of the efforts of Sense International (India) in screening and identifying adult Deafblind persons in India with the support of organisation’s working with deaf, blind and persons with mental retardation.

Our work with Government
Before the inception of Sense International (India), deafblindness was an unknown term. It has been the role of Sense International (India) to lobby with the Government and work towards the recognition of deafblindness. In the past 9 years, we have actively worked with the Ministry of Social Justice and Empowerment and other related Ministries such as Ministry of Education, Ministry of Health etc. 

Recognition of Deafblindness:

“It was resolved that we continue to work towards the recognition of deafblindness as a separate and unique category of disability. This should be reflected in all relevant legislations, statutory documents and schemes as well as official policy documents including the PWD Act, National trust Act and those applying to education, social welfare, health, employment and rural development. Deafblindness must be certified as a separate disability”. 

Ministry of Social Justice and Empowerment has revised the Scheme of Assistance to Disabled Persons for Purchase/Fittings of Aids/Appliances (AD IP Scheme) and have included "Communication equipment's for deafblind and Braille attachments for telephone for deafblind persons".  Further, parents whose income is within Rs 5,000 per month the equipment will be available free. For parents earning Rs 5,000 to Rs. 8,000, it will be available 50% of the cost”. 

Some of the initiatives are listed below:

· In the First Deafblind International Asian Conference, Sense International (India) identified “Recognition of Deafblindness” as one of its key resolutions. This resolution stated: “In order to help in the planning of services and to help empower deafblind people to take their rightful place in society we urge the recognition of deafblindness as a unique and separate disability. This should be reflected in all relevant legislation and official policy documents, including national Disability Acts and those applying to education, social welfare, health, employment and rural development”.

· Presentation of a paper on “Inclusion of Multiple Disabilities” in the draft national policy at the Rehabilitation Council of India Workshop on National Policy on Special Education held at National Institute for Mentally Handicapped, Secunderabad. 

· Participation in the Drafting committee meeting of the National Policy on Special Education wherein it was agreed to include Multiple Disability in the National Policy. 

· MSJE invited Akhil Paul as one of the members of the Interview panel for selection of Directors of Composite Regional Centers (CRC) under the Ministry of Social Justice and Empowerment. 

· Akhil Paul, Director, Sense International (India) was nominated as a member on the Board of Directors of the National Trust for Welfare of Persons with Autism, Cerebral Palsy, Mental Retardation and Multiple Disabilities, under the Ministry of Social Justice and Empowerment, Government of India. The Trust has been set up to enable and empower persons with disabilities to live independently within their own families and to promote measures for the care and protection of the disabled people.

· Sumitra Mishra, Deputy Director- Programmes was invited by National Institute for Visually Handicapped as faculty for the workshop on Multiple Disabilities.

· Sumitra Mishra, Deputy Director- Programmes, has been introduced in the National Trust as an expert in multiple disabilities.

· Akhil Paul participated in the Expert Group meeting for preparing course curriculum for training of Master Trainers and Health Professionals sponsored by WHO and Govt. of India 
· Akhil Paul and Sumitra Mishra, Deputy Director- Programmes participated in the 150 minute live tele-conference on deafblindness in the joint venture of National Trust, Indira Gandhi National Open University and Sense International (India). The programme was telecasted live all over the country and there were more than 70 phone calls from various parts of the country. 

· Akhil Paul participated in the Annual General Meetings and Board meetings of National Trust 

· Akhil Paul participated in the North Zone Workshop on Disability & Census 2001. The Govt. of India had decided to conduct a survey to assess the total population of disabled people. The Govt. of India decided to conduct a survey to assess the total population of disabled people of which the following categories will be recognised: Mental disability, blind, deaf, walking disability. No provision to recognise multiple disabilities was done for the coming census. However Akhil suggested that people with dual impairments be included in the next census. Akhil also met Mr. Shastri, Director of National Sample Survey (NSSO) and discussed this further.

· Rehabilitation Council of India and the Madhya Pradesh Bhoj National Open University have included a module on deafblindness in the Foundation Course on Education of Children with Disabilities as part of the Teacher Training Programme.

· Sense International (India) conducted one day workshops on Deafblindness as a part of the month long Master trainers Course for state representatives. SII also facilitates and directly supports territory level care givers training (Especially in Delhi) conducted by National Trust. 

· Sense International (India) was invited for giving inputs in the area of mental retardation with additional sensory disabilities into the curriculum development for Parents and CBR workers for a one year Distance Learning course being developed by IGNOU, which is the largest Open University in India and Asia. 

· The Head of the Department of Continuing Education, IGNOU invited Sense International (India) for developing a Distance Learning course on deafblindness and multiple disabilities. 

Sense International (India) Resource & Information Unit
Ahmedabad-380 052
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