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BETSY KAMMERER: Hi, there. What I want to talk about this morn suggest creating a family‑focused ‑‑ now days everything is hyphened, but creating information for families that can be accessed on the Internet.


When ‑‑ during this conference we have seen so many programs adapting themselves to meet the needs of families. I work in primarily an evaluation unit, but we are trying to do the same things, adapting the unit to be ‑‑ considering ourselves a family‑driven unit in how we provide service, feedback, and not solely evaluations, we try to extend to taking care of the family's needs in multiple ways.


I work at the deaf and hard of hearing children's program in the children's hospital. We have more programs, we love our unit. We have a psychiatrist developmental pediatrician, OL docs, and educators, we work together to create a full program for the families we follow.


When I started ‑‑ started in the business, there weren't such things as web‑based resources. We called families on the phone, and now we can do those things on the web. Those who started are technologically challenged, starting long ago, but we had to do this, it was what would provide consistent information for our families.


What we see often is that information may come from a certain source and may or may not be applicable to families. What we wanted to do in creating the program is to try to make it come from our families, asking them what they wanted.


Now we have available for families and have told them about these for years, particularly in the deaf and hard of hearing field, the websites are extraordinarily wonderful. I just met a child ‑‑ tell me about it, the websites are very well done, come from hospitals, universities, sometimes from a particular perspective, like an advocacy group. There's information from companies, if you are interested in what kind of hearing aid, what kind of cochlear implant, and online chats available for parents, particularly wonderful when you want to ask a question and get responses from other parents.


We wanted to know for our parents in the setting we have them in Boston, Massachusetts, surrounding areas, what they need. It's different for different families with different needs across different locations. What our parents told us is they were grateful for the information on the web, loved it, and used it all the time, but they were also very clear there were some additional needs that weren't handled at this point by the information broadly there.


Primarily, and this will ring true to anybody who ever worked with a parent or gone to an appointment, primarily, reinforcement from the information they got at appointments. Not a single appointment, you go in, leave, get the audio gram and have the information, but they wondered about, for example, if you were going to think about a cochlear implant and wanted to hear that information. They heard it all within the session, we were presenting at appropriate level allowing plenty of time for questions, and when they left they felt like they knew everything they would need. 10 or 15 minutes later when a family member asked a question they would feel disoriented, couldn't remember and when they looked it up it would be from somebody else, not what we had given them.


Other needs, the core basic information, the information you share with grandparents, family members, friends, neighbors. Kids in school don't know much about hearing loss, and want information appropriate for the setting they are at. Something neutral, the communication modality, kind of school setting, but they wanted some information that was just presented neutrally without moving down any particular road that involved choice later on.


They did want to be able to share their only feelings. Parents who raise a child have pearls of wisdom they gain through weeks and months of raising a child, pearls to share, and they want to hear that from someone else. It's not the kind of thing you get in chat rooms.


In terms of what kind of media we created, the parents said they like to learn from people talking. Plenty of things on the web, but a source they wanted is communication is a face, a person raising eyebrow and something rather than solely in words. Something relevant to their own center. We may do cochlear implant different than another center, and you hearing of something that isn't available. They wanted to share feelings, experiences, but not the same style as online chat group. They wanted ‑‑ this may sound off‑topic when talking about babies, but they wanted information from teens, for the teens. So, for those who are currently raising a teenager or have raised a teenager or afraid someday your child will turn into a teenager ‑‑ they don't listen to what we say, don't listen to parents or people at a hospital evaluation center. What very frequently came up, when my child becomes a teen ‑‑ if we have to get something important across, particularly where we wanted a teen to be involved in active decision‑making, how do we get them to listen to what we are saying? How do we get them available for what we are trying to say?


So we started to create a program. There are concepts in web‑based resources, saying this has to be dynamic and not a static program. It has to be able to change as the time and information changes, but always in terms of as we make something, create something and then parents get to view it, professionals view it, we wanted feedback to change what we did or create something different. Our idea sitting in the room brainstorming with multidisciplinary professionals and parents, focus groups, that handled right at the moment we started, but we felt it was important to keep the program dynamic and be able to change as we go along.


Somebody says, I want this, see it, try it, and know of something else which might be better. So we created a series of DVDs that reinforce information on cochlear implants, one of the areas we very much heard from parents it was too much information and how you hold on to it and share it with others. We have two DVDs on cochlear implants, one by teens for teens. One experience journal where you can put your pearls of wisdom. A Webinar on hearing loss for those important 0 to 3 years, when people want the information now and small capsules that answer their needs. And current project, targeted topics, it is those topics that very often parent and professionals want to click on this, have this answer to this frequently asked question. Everything I show you today is available. Mainly on the Children's Hospital Boston website. Anything I am showing you, you can have.


Throughout the resources we created, they have principles to them. One is to respect all forms of communication. Nothing is leaning in any direction in terms of oral, signed, cued speech, anything. Communication is what we are going for. In all the materials we created there was an emphasis on choice. Emphasizing always to parents who sometimes can feel so bomb boarded with information, it feels like what choice do I have, the bottom line choice, whether or not to get a cochlear implant, whether or not to go to school with other deaf kids or be main streams in public school. Choice of modality. We wanted to present good and bad sides, we weren't going to go yes, do it this way, or neglect the parts that are more trouble. If something is good, tell us about it. Even though the materials as we hear it are used widely by professionals they have a child and family focus. These were created for families and used by professionals.


So, what are the first things we did? First things were cochlear implant informational videos. The parents wanted a DVD and wanted to take it home. They wanted to leave with the information, have it in their hand, take it home and share it with people they wanted to share it with. Sometimes, as we know, grandparents and neighbors don't come to all the meetings, but the more they know about what your child ‑‑ what is happening with your child, the asker ‑‑ easier it is to not have to explain it all the time. They wanted to be able to take it to school for main stream kids, never had a cochlear implant before. The daycare, not familiar with the cochlear implants, be able to watch the DVD as many times as they wanted. Some parents said they watched it many, many times.


This came from the Caroline Vass Fund, to create services not covered by insurance. In a hospital this is a wealth of things we want to do, not covered by insurance. The most frustrating phrase, "but that's not covered by insurance."

something like resources for families, right up the line of this fund, funded this series of DVDs.


However, when we started looking to make a DVD we're thinking we just want a quick, 15‑minutes of information, this shouldn't cost so much. We didn't have that much, so we went to a place called hot house productions. I am presenting this in a little detail, they tell us you can do this anywhere. If you like this idea, want to create DVD and say I don't have that kind of money either, if you have a college nearby ‑‑ they can do this. The person that runs this program at BU, Boston University, says she will teach someone to do this.


It's a student run‑client‑driven, started in 1999, they have had multiple clients, all nonprofits like Children's Hospital. They love us, wonderful DVDs with adorable children. People say fine, you have cute little ‑‑ terrible little videos, but you will have the information. We had minimal expectation. But you are only going to see little clips today, I promise you our DVDs are incredibly good. Because these kids wanted an A. If you want to motivate people, sometimes you pay them money and sometimes you say you get an A if you do a really good job. They did a really good job. They learned a lot. Many of the folks who did these have done other work with deaf and hard of hearing clients because of the fun they had in this production.

So, what do we have? I am going to show clips, if they ‑‑ about a 50/50 shot when doing video clips ‑‑ one video is called "An Audiologist's Perspective." It's just basically the information, the information you forget when you leave the appointment. What the parents want? A picture of an implant. You go home, want to show your friends. They wanted a picture of the ear, saying where the implant will go in the ear. They wanted elements of surgery, but not too much. What rehabilitation was, the odd term "mapping." It sounds odd that they are going to map your child. They want the information parents tend to forget after leaving. As we go through the videos, some have different amounts of decision making. As parents are deciding whether or not to get a cochlear implant, there's nothing that says cochlear implants are wonderful, cool, going to do magic. None of that. It's the basic core information. That changes for some of the other videos where people have made a decision. But this is pre‑decision. So, with any luck ‑‑ you are going to see this.


You will see this is about a 15‑minute video, you will see little clips done together. It's not so clip‑y ‑‑ when you see a change, I am picking a different part. How we introduce the videos on this, and a little of the talking. I want you to notice when the audiologist is talking, not just about ‑‑ making things nice, appropriately neutral.


Okay, cross your fingers.


VIDEO: Children listen to the sound of our world in different ways. One way for children who are deaf to experience sounds is through cochlear implants. Each year two or three out of every 1000 children born are either deaf or hard of hearing. Although a child is ready to play, go back to school in a week or so, it takes two to four weeks after surgery for the incision to heal completely. Then the processor is programmed or mapped and the cochlear implant activated. This is one of many mapping appointments for the audiologist.


When we first turn the microphone on the child hearing sounds in the room for the first time. It can be a very emotional experience, especially since we don't know the kind of reaction the child will have to these sounds.


BETSY KAMMERER: What you see in that video ‑‑ We went from one topic to another. You saw a little talk of how long it will take, parents forget it will take a long time to get used to it. You saw the audiologist talking about the child doesn't put it on and it's turned on and ‑‑ it's something we can't say enough, you have to be warned about this. A lot of times kids arrive home, the whole neighborhood is waiting to see they can now hear and the kid just wants to go in the room and get rid of the noise.


Now, on the website at the moment, I can't explain the words for it, they are very small, but we are going to get the YouTube version ‑‑ on the Children's Hospital website, if you have particular reason to need a bigger one before, contact me. These are meant for everybody.


Another one we wanted to do a DVD on was surgery. Because surgery is the scariest part of all of this for most people. It's an anxiety topic and we had to decide how to proceed to talk about surgery. We could do it from the facts again, talk about exactly what happens. We could talk about it from how are you feeling going in. But we decided from the child perspective. That's what the parents said they wanted. If a sibling or older child saw it who was getting a cochlear implant. They wanted it to be the kind of preparation you would do. It's reality based. Neutral in terms of it says things are scary, things like that, it's honest. But it's post‑decision. So it doesn't say ‑‑ it will say cochlear implants are cool. We don't say that before they make the decision. But then we say you are going to get this cool thing. That's what you say when they are on the way into surgery. The feedback we've gotten on this one, when watching it, the anxiety got reduced. The parents watched something to reduce anxiety in children and because as parents we feel everything, if it reduces anxiety in children it reduces the parent's as well. Just what we wanted it. Instead of being scared ‑‑ we found the siblings are paying the biggest price for the surgery, we talk about the parents and kid and forgot about the siblings sometimes. This was very helpful to them.


In terms of being technologically challenged, my clip on surgery turned into a longer clip. You would have seen Shelby anxious at the beginning of the day, calm at the end of the day. The surgeon talking, smile, look especially friendly we told him. The child knows you have a knife on their head, you look like the kind of guy you want to be holding the knife. But that got taken out. You will see a little clip of the operating room, cochlear implants are cool ‑‑ the kids are adorable, aren't they?


VIDEO: All these children have something in common. They all have cochlear implants and soon you are about to join them on this journey.


There's no doubt that cochlear implants are cool and you may be excited to see what yours are like, but you may also be a little nervous. Surgery is a ‑‑


BETSY KAMMERER: Well, I don't know what happened to the rest. It's in the sky with the rest of the e‑mail. The first one we actually made was the teens for teens. These are teens ‑‑ meaning college students. We said what will make it appeal to teens? Pretty pictures of Boston, the colors are wrong, but ‑‑ not as clear as it is in person. This starts with jazzy music, KIDS bouncing, graphics all over the place. They annoyed us more mature folks, but the youngest folks in the office liked them immediately. This must be the right way. It's less formal, age‑appropriate. We did not script it. We knew that was the way to make it not a video for teens. The picture shows them doing all the things they normally do. One girl cheer leading, one playing basketball, the whole life, not just their ears. They talked about their fears, adjustments ‑‑ friends. This was made for teens, teen siblings of babies, but the parents loved it. Their baby is going to grow up, be a teenager, they want to be sure that works for them, so ‑‑


VIDEO: [Rock music, drumming ‑‑] hello, I decided to get the cochlear implant I was a little nervous, because I did not know if it was going to work really good. A little after the surgery, I kept going to bed and hearing a lot of noises in my head, it was bouncing back and forth, and I woke up my mom and keep telling her I kept hearing noises, but then it feels like it went away, probably about two months later. It took a little bit of time to get comfortable with my cochlear implant because it's so new to me, and my mind, my brain has to get used to it. So, it took a little bit of time.


MALE: Having a cochlear implant, I get to hear much more sounds, the water running, pages being flipped in a book, you can understand on the DVD.


BETSY KAMMERER: There are less obvious benefits.


MALE: Sometimes when I am in the car, coming home from school, my mom yells at me about things I do at school, my progress reports and stuff. She will say ‑‑ I just shut my implant off and nod my head. [Laughter]


BETSY KAMMERER: We checked it out with the mom to make sure that was okay. She said "that's Nathan." Nathan is pre‑med, by the way. I know how to pace these and I am way behind. These are all available. At experience journal.com there's a series of topics, you see this page here from it. One is for deaf and hard of hearing kids. Parents, children and professionals all putting down pearls of wisdom, collective wisdom on what they want to say about raising a deaf or hard of hearing child, being one, taking care of one, whatever it is. One of the nice things as opposed to the online chat rooms, these are all screened by a panel of parents, psychologists and other professionals in the field to make sure it doesn't keep out the bad stuff, bad feelings, just makes sure they are appropriate for kids to read. Any child can go on and you don't have to worry about them reading stuff you would prefer they not read. The kind of things, there's a lot parents wanted to talk about, the reaction to the diagnosis, we have a lot about that.


I love it, this is a child's reaction to cochlear implant surgery. It's five minutes before I go to OR, I am nervous, my mom said it's okay, the surgeon is head of safety, he went to school to do that and ‑‑


This is a sibling thought ‑‑ sometimes if she's fighting with my brother I stand up for her, not because she has hearing loss, but because he's a jerk. He picked jerk after several other choices we couldn't put on.


This is a girl writing all the things about herself. She's nine years old, deaf, hearing aid and cochlear implant. Hard of hearing, hospital, hearing loss is in there, so is creative, and caring, comforting, family, pizza. It's wonderful, a whole‑child approach. At the Experience Journal there's new things all the time. Check it out. If you have ideas you think should be there, we have someone going over it to update it. Let us know, we are quite open to hearing about that.


These things you can also access, it's okay to go through quickly. We did the building blocks of intervention, a Webinar accessible in Children's Hospital website, funded by the Verizon Foundation, an interdisciplinary team of folks talking about these set of topics. It's access to language, it has optimizing access to ‑‑ sign language, cochlear implants, it covers the gamut, and the parents of young babies are liking it a lot.


What are we working on now? Something called Targeted Topics, what the parents tell us they want to go find an answer, and it's a dynamic format, we have four topic and we are waiting to see what, parents want. Funded by Verizon again. What are genetics? You never remember when you leave a conference. These are accessible.


Our parents, for whom English is a second language, it's in different languages, so helpful, you shouldn't get the information you need translated, because it's not the same thing, as we know.


So, what do we say about these altogether? If you want to create a program, do focus groups, ask your parents, formally, informally, how to be on the check list of things, audiological evaluation, is there anything you don't have good information on we could be helpful with. Get creative with funding, Verizon has been helpful and the Caroline Vass Fund, and HotHouse, keep getting feedback. There's always thank you slides, but particularly, the colleagues this, is a group that really cares about families. Thank you.

[Applause ]

