The Georgia Council on Developmental Disabilities (GCDD) presents "Real People close-Ups: An Occasional Series of Stories From People with Developmental Disabilities and Their Families." GCDD Real People Close-Up is a collaboration with the Georgia Council on Developmental Disabilities, StoryCorps and the Georgia Radio Reading Service (GARRS). In this GCDD Real People Close-Up, you'll hear from Sitara Nyak, who traveled to the US from her native Coimbetore, India in search of supports for her son, Ishan. Sitara is telling GCDD Diversity Consultant Aarti Saghal about her experience with the Navigator Team, a support group for parents of children with disabilities, and how she arranged for Ishan to visit his favorite TV personality, Monica Pearson of WSB. Now that he has support, Sitara's dream is for Ishan to become involved in his community, make friends and build lifelong relationships. 

I'm Sitara Nyak. I'm 37 years-old. We are sitting in Atlanta, Georgia. Because of Ishan's health issues and his other issues, we're pretty isolated. We stay at home more. We don't go out too much, so my circle of people around me was very small. And I came from Kansas. I moved from Kansas. We had a huge friend base that we didn't have here in Georgia. We had to start from scratch as far as the circle of support that we were used to having. Like I went from a three-people family, which is my husband, myself and my son, to now I have an e-mail list of 400 people. The Navigator Team was what opened the doors for me. I didn't know much about the disability world. Having not gone to school here, did not know how the school system worked. I mean, I went to college here but I didn't do elementary or middle school. I'm not sure how it works for a typical child or individual, and so didn't know how it would work for a child with special needs. I didn't know about IDEA, the Individuals with Disabilities Education Act, didn't know anything about any of those things. And once you open the door to this Navigator Team project and I felt like, okay, maybe I have it in me to organize and become a community organizer, which I never knew I could ever be, and we have since then been very, very successful in hosting events for Cobb County and that led me to a job that I'm right now working in. My world has completely changed in a much more positive way. If somebody off the street were to ask me to describe him, I would say he's a charmer. He is a huge flirt. We speak, other than English, we speak Konkani at home, which is a native language from India, and so we call him a non-verbal bilingual child. He's not corrupted by life, which means that he doesn't really care about social norms. If he likes somebody he likes somebody; if he doesn't like them, he doesn't like them. Every time I look at him, he brings back what is really true and real. He has a rare genetic condition called Cri-du-Chat Syndrome, he also has Trisomy 9. He has Cerebral palsy. He has agenesis of corpus callosum. Ishan made our family closer together. They went through the process of why is this happening to us, but it was never shifted on us for any reason, and my family has been absolutely amazing. There was never a moment of blame. When we were treating him like we would treat any other child, they immediately followed suit, and I think that has changed a lot of your perspectives on disability. In India, unfortunately a lot of shame is associated with disability, and it may not be the immediate parents itself but the rest of society always looks, they kind of look at, you know, oh, that's like your curse, that's your fate, that's your family's destiny. I think India is maybe like 50 years behind the US, as far as just where US was 50 years ago. That's where I think India is right now. Okay, my dreams for him, I think the biggest dream would be that he would be happy. My goal in this journey towards getting him to have that happy life that I want him to have, is me as a parent is I'm trying to identify all the things that he likes, all the things that give him joy, and then finding out ways of how we can make this into something that is sustainable for him. He loves Monica Pearson who comes on at 6 o'clock, so for his ninth birthday I decided that I would take him to see Monica Pearson. We went, but I had no clue whether he would recognize her, whether he would even know who she is, or whether he would even care about it. So I was very apprehensive; again, a parent who's apprehensive about these things because you think you're constraining all these social norms that you think, that, oh, he should be excited and all that. So this was a moment where it was joyful for him, and I felt ashamed about underestimating him. So I took him, and it was one of the best interactions we have had. She was amazing; she was very sweet. The minute he saw her come down the steps, he turned around and pointed at the television set that was sitting there. I think one of the biggest fears for me, and I think because we have no close family members here, is that once Ganish and I are no longer around, maybe Ishan will have all the supports that he needs; you know, like me might have accessible computing, might have the stuff that he needs, but my fear is that he wouldn't have that person who truly loves him around him. Someone needs to open the door. For me, you became the pivotal person to opening that door because once that was open, I could take off from that, you've changed my life. 

This is Valerie Meadows Suber, Public Information Director with the Georgia Council on Developmental Disabilities (GCDD). You have been listening to a GCDD Real People Close-Up, a collaboration with the Georgia Council on Developmental Disabilities, StoryCorps and the Georgia Radio Reading Service (GARRS). For information about Real People Close-Ups, please e-mail vmsuber@dhr.state.ga.us. 

