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Thank you for inviting me to the National EHDI conference.

The title of this meeting, EHDI, brings back memories to me.  My family recognized the need for EHDI almost 40 years ago, when I was diagnosed as a profoundly deaf child, with rubella-induced deafness. That year 60-70,000 children in the USA were born deaf or disabled due to an epidemic of Rubella (also called German measles.)  At that time, my father had accepted a position at University of California Medical Center and we moved to California from Boston.  During my first 3 years, my parents aggressively looked for way to meet my early educational needs. Only an ORAL education at the John Tracy Clinic, 50 miles away was available. They enrolled me there for almost six months, but were frustrated at my slow progress using only oral and lip reading methods.  Along with another other parents of deaf children, they researched methods for teaching the deaf. Finally my parents were introduced to Dr. & Mrs. Roy Holcomb---well qualified teachers for the deaf from Gallaudet University.  My parents, along with 30 other parents of deaf children and the Holcomb’s started a school for the deaf in Santa Ana, California.  The school taught using the “total communication” method---sign language, lip reading and oral speech.  A special “School for the Deaf” was started with the cooperation of the Superintendent of School and new legislation guaranteeing all handicapped children equal access to education. Enthusiastic, young teachers first taught nursery school and then elementary and high school studies were established.

Night classes teaching sign language were taught to the parents and families of the deaf kids so that they could communicate better in their family groups.  My entire family learned sign language and gave me their complete support. I was also given psychosocial support to alleviate any childhood frustration due to my deafness.
After finishing high school, I was admitted to Gallaudet University, the only University for the deaf in the world.  I obtained both my BA and Master’s degrees at Gallaudet, and am now employed at Gallaudet as a Career Coordinator.  While studying at Gallaudet I met my future husband, Murray Margolin, he is also deaf and employed at the university. We married and had two kids, both hearing, with sign language being their first language. They are now 4 and 7 years old. As you can see, my life is fairly normal, except for the fact that I can not hear and use hearing aids.  EHDI by my parents those 40 years ago was essential to my success as an integrated, contributing member of society.

Now let’s talk about deafness in India, and what can be done to help the situation there.

India has one of the highest incidences of deafness in the world.  The exact number of deaf children and adults is unknown.  The diagnosis of deafness or hearing impairment is generally made between the ages of 4-8 years of age.  By this time, the acquisition of language, social and cognitive development is greatly retarded. Even today, the deaf schools in India are called “Deaf and Dumb” schools, a child is still referred to as “deaf and dumb”.  Despite laws on the books against discrimination due to disabilities, the average deaf or hearing impaired person faces much ignorance and discrimination and is forced to do menial jobs or beg on the streets in order to survive.

Education for the deaf is primitive, and only a very few finish high school.  Because of the economic conditions in India, hearing aids and other amplification devices are only available to a wealthy few.  There are no modern facilities such as TDY’s---text pagers, light sensor alarms and other such devices are not available for home use.  There is a general lack of education amongst the general population with regards to deafness.  There exists only a fragmentary vocational education for some deaf children, where they can learn trades that can make themselves self supporting adults. With the population of India at one billion, manpower is one of it’s greatest resources---the waste of this resource due to lack of education of deaf individuals diminishes the society as a whole, in addition to the personal tragedy of the individual deaf person.

There are major cultural differences within India due to a family’s education and lifestyle. Some deaf children may receive encouragement and education depending on the status and wealth of the family. But, even in educated families---it is sometimes considered a stigma to have a deaf child.  Many times a child is kept housebound and in the care of a “nanny” or at the worst extreme given over to an orphanage to raise.  In these orphanages children with all types of disabilities are lumped together. In less fortunate families, child abuse and putting the child on the street to beg is commonly practiced.

At present there are 450 schools for the deaf in India.  There is no unified curriculum for teaching the deaf, nor is their any post secondary school education available.

After retirement from his medical practice, my father traveled to India to explore the situation of deaf education, as well as what factors might be leading to deafness in India.

We have produced a 10 minute documentary titled “Silent Village” which shows some of the common causes of deafness in rural India.

We have two immediate goals for PROJECT DEAF INDIA, 1) EHDI---which has already started in the city of MYSORE, with technical support of Dr. Karl White.  The city of Mysore has a population of 1 million.  There are 5 public hospitals and 17 nursing homes where newborns are commonly delivered, but still about 10-20% of births occur at home.  A van equipped with a sound-proof cell and detection devices will travel throughout the city and outlying areas to test all newborns for hearing impairments.

Mysore is lucky to have the “All India Speech and Hearing Institute” located there. The Institute will provide follow-up care and maintain a database of those diagnosed with hearing defects. The future vision of Project Deaf India is to establish a post secondary school for the deaf , modeled after NTID & Rochester Institute of Technology.

The second immediate goal for Project Deaf India is one of the PREVENTION of deafness.  By vaccinating the population with the Rubella vaccine—we can reduce the incidence of rubella syndrome which leads to deafness, blindness and other birth defects including deafness.  We plan to start a pilot program in one State in India as a model and following the positive result of this program, we will then ask the Indian government to vaccinate the entire country.

In conclusion, let me thank you for allowing me to speak to you on these pioneering efforts for EHDI in India---and the further enrichment of the lives of deaf children there.

