 
 
ROUGH EDITED COPY

UTAH STATE UNIVERSITY-CASEY JUDD

EHDI-JONES
DEVELOPING DEAF/HEARING CULTURAL COMPETENCIES THROUGH COMMUNITY PARTNERSHIPS
MARCH 10, 2015
1:15 P.M. ET

CART CAPTIONING PROVIDED BY:
ALTERNATIVE COMMUNICATION SERVICES, LLC
PO BOX 278
LOMBARD, IL 60148
800-335-0911
INFO@ACSCAPTIONS.COM


			(Writer standing by.)
>> FEMALE SPEAKER:  All right, I'm going to go ahead and start.  Hello, everybody.  My name is Helisa Katz, and I'm from Berkeley, California.  I come from an agency called the center for early intervention on deafness, and we're a non‑profit organization in a non‑public school, and we serve children birth through age 5.  So, we developed a community‑wide program two years ago through grant funding from California State Tobacco Taxes, so there's an organization called First Five of California, and every state can decide how they want to use their tobacco tax money, so California decided that they were going to give it to this organization called First Five and then they would fund zero to five programs within California.  So, specifically, our county was where we got our grant money to implement this program from.  
So, the program aimed to collaborate with other schools and with other agencies within our county that serve deaf and hard of hearing people.  The programs were available to anybody who lived in the county who had a deaf or hard of hearing family member.  So, the families didn't necessarily have to have a deaf child birth to 5, but they had to have a child birth to 5 because the grant funding specifically was for families that had a child birth to 5, so that opened up our program to have participation from CODA's, which was really great for our families and for our parents as well, to get to see what it's like to be a deaf family.  So, within our county, there are multiple sources of educational resources for families, but families can't necessarily choose where they want to send their children.  It depends on where they live, and it also depends on who is funding their education.  So, for kids who are just deaf or hard of hearing, they're called solely low incidents kids, the school district is funding their program, so the school district will say we're serving these kids and this is our program, and unless you work very hard, sometimes even, you know, hire a lawyer if you want to go out of your school district, it's very difficult for kids to be placed in any other programs.  For kids who have additional disabilities, the funding comes from a different entity called regional centers, and they serve the part C kids, the zero to three kids who either have additional disabilities or now are at risk for having additional disabilities.  
So, a child may live across the street from the school for the deaf, but because they're served by the regional center, they can't go to their school district program, they have to go to a program that's contracted through their regional center, so they may be sent 45 minutes away to a program that's a contracted program with the regional center.  So, we are one of these programs that's contracted with the regional center, but we also contract with school districts if they cannot serve the children that are in their population.  So, when parents go to these programs, they may have no idea about deaf culture, about deaf and hard of hearing values.  They get to a program and they're told here's the deaf program, and they think, okay, this is what's out there, this is what everybody gets, but that's not necessarily true, as we all know.  So, a lot of parents, when they come to our program, they say, great, we're going to, we want to do this, and often, the providers will say, actually, that's not what we do here, we do this, and we have a lot of families coming in now who have kids who are getting cochlear implants, and a lot of the parents are saying, great, we want our kids to have everything, we want them to sign, we want them to have listening and spoken language, so we want to do it all, but because of the providers that they're seeing, they're realizing, oh, actually, there are some biases here, or parents might not even realize that there are biases, they're just being told this is what's offered for deaf and hard of hearing kids. 
So, as an agency, we realize that in order to serve our families better, we needed to do some collaboration as an agency for our families, so we wanted to connect our families with other families in other programs as well as different approaches and different philosophies because we couldn't do it all.  There is this concept that what you are not is other, and so we call that other‑ing, and there was a lot of other‑ing going on, where this was coming from within our staff, we were seeing it in other programs, and there was a lot of territorial feelings, like, oh, well, this is our program, that's the other program, they're different from us, they don't accept us, or the other way, oh, well, we don't accept what they do, so we call this other‑ing, and that led to a lot of misconceptions about what intentions were.  We thought, oh, well, that other program, their intentions are to never expose their deaf children to the deaf community, or that program, their intentions are to never expose their kids to listening spoken language, those kids are never going to have those opportunities, but in reality, those were just what we thought because they weren't us.  Families were saying the same thing.  They were saying, oh, well, I can't go to the deaf event that this other agency is putting on because we don't do ASL, and they're going to judge me.  I've heard that if I show up to this event with my child with a cochlear implant, that a deaf person is going to come up and yell at me and tell me that I'm a terrible parent.  
So, there were a lot of these myths going on and a lot of beliefs that actually were false beliefs.  So, in order to dispel a lot of these beliefs, we realized, not only those attitudes were coming from staff members in programs, but just from what people were hearing in the community who actually hadn't had conversations with actual people who represent those communities.  So, as a staff, we put aside our biases and went ahead to create this program to connect families, not only on language use, but also on family culture.  Our programs are small, and in our county, there are five or six different deaf and hard of hearing programs, and some of the programs have four or five students, other programs have eight or nine students, and there are a lot more similarities than there are differences.  We may have one family that is Korean and another family, or another program may have one family that's Korean, and those families could benefit from connecting with each other just based on culture or language use.  We also felt that families wanted to connect with other families who had similar, kids who had similarities, for example, unilateral hearing loss.  Sometimes, we would go to, we would have a family event and families would ask us, is there going to be any other kids there with a Baha that my kid could meet, could we talk to another parent, so by creating these collaborative programs, we're giving parents more access to opportunities to connect with other families. 
We also are seeing more and more kids who have their little niches, like the autism community, the deaf/blind community, and we wanted those families to be able to meet each other, and overarching, our overall theme was connecting these families as a community, but to the deaf community, because all of these kids and all of these families have that right to find out about, to learn about and have a connection to the deaf community.  So, our program, we needed this, because, historically, our program has had a reputation of being either for or against certain programs, and our program was created in the 70's, in the height of the C‑sign boom, and the leadership in our program was very biased and focused in total communication in that way, and, so, historically, it had setup this relationship with the deaf community that either you're going to brainwash us or we're going to brainwash you, so we better just stay on our own sides of the fence, and we were ready for that to change.  We found that our families, we would say, oh, you should go out and meet some deaf people, you should go to a deaf event, and the events were maybe happy hour at a bar, and parents would say can I take my kids to the bar night for ASL night, and, you know, those weren't appropriate.
So, where could we create these collaborative events that were open and safe for families to go to without being afraid to walk in with their child?  There was a lot of misinformation going on, and we would see it when we would go observe in other programs, what people would say about our families, about our kids, and our parents would come to us and say, well, somebody told me that if I got a cochlear implant for my child, that my child would never be allowed in the deaf community, or somebody told me that because my child has autism that they're never going to learn how to sign because the eye contact piece, and, so, we really wanted to be able to dispel some of the misinformation and myths that were happening.  Again, these are just some of the benefice, that we realized that families wanted opportunities to have, so resources, reduction in stress and isolation, large pools of language models.  In our agency, we don't have a large pool of native ASL deaf users, and so that was a real negative for our families, and we wanted to be able to connect our families in that way. 
We also didn't have language models for our kids who are fluent users, and so by connecting with CODA population, we were able to develop that, and, again, we just wanted to get rid of the you're right, I'm wrong, or I'm right and you're wrong attitudes that we were seeing amongst the different agencies and schools.  Lastly, we also felt that deaf peoples' life experiences were really important, and, so, if we were going to have an event and we would invite other programs and other schools and deaf community members to come, people weren't necessarily showing up, and, so, by getting the grant funding, we actually were able to say we really value this, we're going to pay you, this is a skill that you have, and we don't want to just ask you to give this to us for free, we're going to pay you for your expertise.  So, some of the action steps that we took after we got our funding was to contact all of the other programs and agencies in our county and ask them what the needs were and what their families were asking for.  So, the content was not driven just by what we thought people wanted but what actually people were telling us that they wanted.  We asked about schedules, when was the best time, what days their kids were in school, so we could make sure we could maximize the number of opportunities for families.  
We asked other community partners, what are you already doing?  We don't want to re‑create this and say here's what we're doing, show up, we wanted to say what are you already doing that works really well and how can we support you.  We will make fliers for all of our events, translate them into Spanish, and we put them up on social media, so we used Facebook.  I joined pretty much every deaf and hard of hearing social networking group in northern California, put it up on hands and voices, put it up on every Yahoo group that was targeting deaf and hard of hearing kids in our area so we could make sure we were reaching a wide audience, because our families, their kids were not necessarily in deaf and hard of hearing programs, there were kids in programs else where whose parents may just be getting support on social media who may never be able to get this information, so we were trying to figure out our best ways to disseminate it, as well when we did programs with other agencies, they would disseminate the fliers to their populations so it wouldn't look like it was always just coming from our agency, so that way, we would more of a collaborative model.  Again, the programs that we targeted were programs that were using ASL, C, listening and spoken language, as well as programs for children who may have a hearing loss and had other disabilities and required AAC or augmentative communication  Again, we paid our deaf people for their expertise.  
So, the main collaborators in our program, of course our expertise is the zero to 5 population, California Deaf‑Blind Services, that's an agency that is for all of California, and they provide technical assistance and consultation to families who have deaf/blind kids for 2 hours a year.  Each family can get 2 hours a year of services.  So, that's not a lot of services, so we asked them if they would partner with us, and we were able to setup a much more intensive collaborative program with them that I'll explain in a few minutes that brought families together, because it's, the population of deaf/blind kids is very small, and, so, in one school program, there may be one child every couple years, so by bringing these families together, we actually had about 12 to 15 families able to participate.  We also partnered with DCARA, and that was one of our main partners for the project, and they are a deaf‑run organization, and they promote ASL, deaf culture, deaf identity, and historically, we've had a very tenuous relationship with them because of our differences in education and philosophy, and this partnership has brought so many new roads and so many new opportunities to our families, so we've been really lucky to partner with them.  We also found different community speakers and had different events all over the county, again, partnering with the school districts and also collaborating with the California School for the Deaf and inviting a lot of their families and kids to come and participate on panels and helping each other distribute fliers and promoting each others' events.  
So, our grant funding, we proposed, and we did, seven recreational events per year, and so we're now, July will be the end of our second year of this funding, and it's a two‑year cycle, so our funding will be up July 15th.  We're hoping to get another grant to continue the work.  So, we have seven recreational events, and examples of these events are beach day, we rented out a swimming pool, we rented out a campground, we rented out the kinder gym at the YMCA, we had a workshop on designing your own superhero costume, park trips.  The one at the bottom, I wanted to mention too, the deaf/blind Thanksgiving dinner, and we're also having a signing supper, actually the day after I fly back to California, and families have really said this is the first time that my child has ever been included in a family dinner, we've never been able to have Thanksgiving dinner with anybody, where anybody even talked to or knew what to do with my child, so the dinners have been really successful, and these are not formal events, this is just a chance for families to network informally, and we're not running the show, we're really letting the families make the connections and do it on their own, we're just providing the space, the food, interpreters. 
So, in addition to the seven recreational events per year, we also provided six educational events per year, and all of these events included transportation for families, food and childcare.  So, we had student panels of high school students, we had parents of deaf and hard of hearing young adults, so 18 through 26 was the range who have been there and done that, and we tried to ask schools to send their families to us, so, again, we weren't picking families, we contacted schools and said do you think there's somebody who would be interested in participating in the panel, and often, the schools would show up with their whole team of, their whole DHH team and support their families, and it was really nice to see those partnerships developing.  We watched documentary movies, we also streamed webinars.  One we did was from Gallaudet on bimodal communication, and we invited the community to come again and watch that, we gave them popcorn, things like that.  We recently had a story‑telling technique workshop, and that was run by DCARA, so it was on story‑telling and book‑sharing and literacy development from an ASL approach.  So, club Saturday is another program.  Let me just backup a minute.  So, this is an additional program that we have.  DCARA was already running, eight times a year, these events called club Saturday.  So, it was a family‑friendly event with a theme that was open to anybody in the deaf community with kids to come to.  So, we were taking our families there, and we started to talk to them about how they can make it more open to the birth to 5 population.  
What we saw when we'd go to their facility was, you know, tile floors, a bar, folding chairs, and a long with some cigarette buts and some class because they would use it for AA meetings and things like that, and we said we would love to collaborate with you, but this is not going to work for our population, so we tried to move it to our location, and it didn't work, and the lesson that we learned from that is it's about power and control anytime you're talking about culture, and if we wanted the culture and the respect and that partnership to be strong, we needed to let go of any kind of power and control and say you've been doing this, you're great at it, what can we do to help, so we started meeting with them just to say why don't we add a changing table, why don't we come the day before and clean the lawn, we're going to bring play mats, we're going to setup a little room for the deaf/blind kids, I'm going to fill my car stuffed with as many toys as I can and I'll come set it up and take it down, so we did that.  We moved back to their location, because that really is the center of the deaf community, and we let it be a deaf event, but we provided the support needed, which from now on, when they have their events that are not only our collaborative events, there's this mindfulness of what to do to include the zero to 5 population and include deaf/blind kids and include kids who have additional disabilities.  DCARA was also doing deaf family mentors, but they started a pilot program the year before we did this program with them only for the California School for the Deaf.
So, our families who had kids who weren't in that program were not eligible to get deaf mentors, and our families wanted it, so we, with the grant funding, we said can you add, can you hire a new deaf mentor?  We don't want to hire them, we want you to, but we'll pay for it.  So, that's what we were able to do.  They created a new position, and they don't necessarily have to serve our kids, they just have to serve 10 more kids with deaf mentors in our county, and again, even if the families are not necessarily driven towards we're going to use ASL, we're going to be immersed in deaf culture, they might say we just want to know what it is, we just want a taste of it, and those families are now part of that whole system.  Our partnership with California Deaf/Blind Services, I mentioned before the families were only being seen twice a year, so we started a play group that was every other week, so the families would have a two‑hour play group, co‑facilitated by California Deaf/Blind Services at our center, because they don't actually have a center, and families would come, and we started such a tight‑knit community of families who had never met each other that it's really great, it turned into a family support group.  It started out as a play group, but those families have really connected, and then we started opening it up to the larger deaf/blind community and inviting other families who have older deaf/blind kids to come in and mentor our families.  
Again, we also invited deaf speakers.  Last week, we had a deaf/blind lawyer come in and talk to our families about what it's like to be deaf/blind.  So, at the end of every event and at the end of the year, we collected surveys to measure the effectiveness of our program, and we found that parents felt a high level of satisfaction from these collaborations, that they felt increased level of advocacy for their children, they felt reduction in stress and isolation, and they felt a lot of cultural respect for their own cultures and for other cultures.  So, the benefits that our families, not only our families received, but the community receive from these collaborative programs were that the parents felt that they were accepted and supported and not just by their teacher, by their school, but they felt like they had a community that they were part of.  Families also could participate together.  None of our events were just for the child or just for the parents, the events were for all families, for the entire family, so there was always a sibling component, siblings were always welcome to be part of it, and we had separate sibling groups often in childcare where the kids would do a facilitated activity about what it was like to be a sibling.  Definitely more visibility, more skills and knowledge, and, again, the families said that they felt they had positive attitudes, and the other‑ing, that whole idea of the other, that was gone.  They felt like we all have a common goal, we're the same.  Some of the challenges that we faced, of course, were overcoming our past reputation of being other. 
When we would have events in the evenings and we would ask teachers to bring families, families were still scared to start going to things on their own.  It was hard for teachers in school district programs to do that because they're not paid to work in the evenings or weekends.  We had so many programs.  We had 13 events per year with the educational and recreational events per year, club Saturday happening almost every month, deaf mentors were seeing the families every single week for home visits, and some of the parents were burning out.  They said my whole life is about forming these collaborative partnerships, it's too much, so we were seeing, towards the end of the year, people saying I just need a vacation, and we also were still seeing that our hard of hearing kids and our families who had kids with unilateral hearing loss, some of those families were saying, well, I don't need to connect to the deaf community, we're never going to be there, but at least they increased their understanding and that was there for them if they wanted it or needed it.  So, here's some ideas of how you can make this happen in your community.  Of course, the funding helps.  It helped to be able to create a lot of things that we didn't have already, but there are things that you can do even if you don't have a lot of funding.  One is just acknowledge the importance of collaboration and let your staff know why it's important for the agency, for the families and for the children.  Make it known that you're not there to go put your two cents in about what other people should be doing, that you're there to find a common goal, and you're not there to spread your message.  
Building trust is really important, and making those end roads.  You have to know who's on your staff and what kinds of relationships that they have.  It took, it wasn't just like we got the grant and we went out and said let's do this partnership.  It took years and years of showing up and just making ourselves known in the community so people knew who we are, and I see one of my coworkers from a long time ago in the audience, we used to go to play groups on the weekends once a month just to be there so people knew who we are so we can forge these relationships later.  Standing up for each other when you hear things that's inaccurate.  Just recently, DCARA said I was at the school for the deaf and somebody said something about your program and I stood up for you, and that's something that, two years ago, three years ago, there probably would have been more of a nod of agreement, and now we're standing up for each other and defending each other.  Make yourself willing to give up any kind of power and control that you have over events and let others form their own relationships with community partners without trying to orchestrate it.  Trade expertise with each other, and, lastly, modify what's already there and make sure that the locations are safe and easy and accessible for families.  So, the lessons that we learned was families want to be connected, there are benefits from learning about what other programs are already doing and working together, deaf and hearing partnerships and collaboration can happen successfully even with programs that differ very much in their philosophy, and you have to have trust.  You have to trust each other, even if you think I don't know what they're really going to say, what they're going to do.  We had to start just trusting, and from there, the trust grew and grew.  So, I know my time is up.  Are there any quick questions?  Okay, go ahead.  
>> SPEAKER: (Off mic.) 
>> FEMALE SPEAKER:  So, this program is for the entire county of Alameda County.  It wasn't limited to our program, and our program in Berkeley actually serves four different counties, it's not geographically limited at all because we're not a school district program, we're a non‑profit, so we serve all the school districts who can't serve their kids and all the regional center kids who need services.  Contacts for our community partners, again, this is on the EHDI website.  Thank you. 
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