Parent Testimonial: Nilda Maldonado

When I first received the letter from SPAN, talking about the organizations that could help, the different topics, I was excited.  I did have some knowledge about what DDD [Division of Developmental Disabilities] could do, other different organizations, but I realized that many parents had no idea about organizations that could help them or their children, even in school.  Most of the parents had children in school many years already and didn’t even know about DDD. They were not aware of anything, they just closed themselves.  Their child has a disability, they believe the school is going to provide what their child needs, but they don’t know how to go around and search for different resources.

That first meting helped a lot of parents, even me!  Even though I already knew about DDD, and the Catastrophic Illness in Children Relief Fund, I didn’t know about DB FACES, that was new even for me.  As a Latina mother, I believe that Latino families often need to be guided, taken by the hand to do something; it’s really hard to just go and look for something; we are always afraid that something is going to go wrong.  One of the questions at the focus group was, do you believe that any professional is always right, the parents all said yes, that’s how they were educated in their country, they don’t realize anybody could make a mistake!

Most of the parents were having a lot of problems with their children’s vision and hearing impairments.  They didn’t really know what was in their child’s IEP because it was in English!  They weren’t aware of whether or not their children were even getting the services.  Most of the parents had never gone to the school because of the language barrier.  They didn’t know that the IEP should be in Spanish so they could understand it. They always sign everything without knowing what they are signing because they didn’t know that they had rights.

At that first meeting, the parents were happy to meet other Spanish speaking parents; even now, how excited they are to talk about their own children; they never used to talk about their children.  They used to say “We have family problems” and kept everything inside.  Now they have support from other parents, it’s given them hope!  Even if their children don’t have exactly the same conditions, they get support from each other, they feel more free to ask for something because they know it’s possible.  Before they closed themselves within the four walls, they didn’t realize that there were other Spanish speaking parents outside those walls with children with the same disability of deaf-blindness, and even that there were other families whose children had even worse conditions than theirs.
For parents to know they were going to get reimbursed to come to the focus group and the follow-up meetings, they were excited, it really encouraged them to attend.  With children who have the conditions of our children, it’s not easy to find a babysitter, to find someone you trust.  I couldn’t just leave my child with the oldest one in the house and go to a meeting; with her disabilities, it really has to be a responsible person to take care of her.  Knowing that I can pay for the babysitter makes me feel more comfortable during the meeting.  There were parents there at that first meeting who had never left their child with anyone!  Even me, being part of this project, this is the first time I’ve ever left my child overnight in 16 years!

The weekly follow up, ongoing talking to the families, this is really helping us all a lot.  Some of the parents just want to get things out that they can’t get out with other people.  As a part of the project, I feel so happy that they feel comfortable telling me how they feel, when they are stressed, how can they solve problems, how their children are doing.  I try to give help when I can, and connect them with organization that can help them, to relieve the stress.  In our situation, there is always a stress there, there is always something on your mind, and it’s not easy to communicate about it.
In school, the parents are not really aware of the extent of their child’s visual or hearing impairments. No one from the school helped them understand that whatever is going on at the school should be followed up at home.  The schools don’t share what they are doing at school and the parents don’t share what at they are doing at home.  This really interferes with the children’s progress.  The project has helped to involve more of the parents in their children’s school and let the schools know that they must provide someone at the meeting to translate for the parents.  Parents are beginning to lose that fear they have that there won’t be anyone there who can speak Spanish, or that they don’t have a right to ask for something for their child.  The project has helped prepare the parents for when they go to their child’s school, even if they have to write down everything they want to say and do.  The project has offered trainings for the parents in how to communicate with the schools.  

The project hasn’t just helped us with teachers but with other service providers, even doctors.  Medical is one of the biggest issues, especially for children who are blind, it’s really hard to find a doctor, the type of lens that they provide to the children, thick lens, that’s the only thing the government will provide for them. And sometimes it’s hard for us to find doctors and opthamologists, because not everyone will take children that have disabilities.  Plus we face the language barriers; there is no way to explain what we are looking for, what our children’s needs are, how to deal with our children.
At the SPAN conference, the parents I took with me learned so much!  They really got a lot out of it.  Even I learned something!  I always keep everything for my child but I never really organized it.  The day after the conference, I bought folders, put everything in the folders, this has really made my life so much easier!  Another parent was so happy, she didn’t know that the IEPs and the IEP meetings should be in Spanish.  And just being able to have a day away from home is important, because so often they don’t have any respite from taking care of their child.
The DB FACES presentation was excellent.  Before that day, none of the parents knew that someone from DB FACES could go to the school and visit their children, evaluate their children, see their needs and explain to the teachers how to address those needs; she is going to visit all the children in school, she got the names, and the school they are attending, now her goal is to train the teachers and staff in the classrooms.  She is also teaching the parents how to develop better communication with their children and now they are trying to find different resources such as computers.  Unfortunately, none of the schools is working with the parents to teach them how to communicate with their children.  For many parents, their children only communicate in sign language, but the parents don’t know sign language and the school won’t teach them sign language.
The families have a lot of hope in us, they are really thankful.  There is a big difference from the first meeting to the last meetings we had, in the faces of the families.  One parent really stands out for me.  The first time I met her the only thing I could see was crying.  She kept saying, “There is nothing for me, there is nothing for my daughter, my hands and feet are tied, I can’t move, I can’t’ do anything.”  Now that she knows that things can be better, she has a smile, she has hope, not that the program is going to be able to do magic, but that there is help for them.  The parents believe that they and their children deserve and can have a better life, they have better expectations of what they want for their children.  Now they know organizations, they know names of people who can help, they know where to go.  Before they were lost, they didn’t know where to go or what to do, and what we realize is the schools don’t provide enough information; they believe that it’s not important for the parents or they just don’t want to be bothered but the schools aren’t not providing what the families need.  This program has been changing their minds about the future and their lives today.

My participation in this project has really had a positive impact on me.  I’m by myself in this country, I don’t have any family around.  Having these families now makes like a big family when we get together, we can talk about everything, in person, on the phone.  We talk like friends, like family.  We have that freedom to talk about our children, about different problems.  It doesn’t feel that your problems are as bad as they used to be because we can share them.  It gives us a release on our stress.  I feel more comfortable and I realize that I have support.  The program is giving us legal support, to make sure we are getting our rights; before everybody would think you have to pay for legal support.  It’s making life easier for families with low incomes and language barriers.  It’s letting everyone know about all the resources that the system really hides.  It’s great knowing that, even if the children can’t communicate, now they have a voice for them because their family is being empowered.  Before, no one could talk, everybody was speechless, but now all the children have so many people to talk for them!  And we know if we get stuck, there’s going to be somebody behind us to help us.  That gives us the grounding we need to feel secure to speak on our own behalf and for our children and each other.

Before this project, not only were the children blind and deaf, it was also the parents who were blind and deaf and this project has cured that; the whole family was blind and deaf, they knew nothing, they didn’t saw see anything: THEY NEVER SAW THE SCHOOL, NEVER HEARD ANTHING FROM SCHOOL ABOUT THEIR CHILD.  We are all glad now that they finally opened their eyes start to see, they opened their ears to hear.  This was one of my lifelong dreams, that one day I would be able to help Spanish speaking families who have children with disabilities, to help them make their lives easier, to help them get what they need.   This project has helped my dreams come true!
