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>> Good afternoon, everybody.  I'm your room monitor for the day.  I'm Paula.  This session is "Engaging the Hard‑to‑Reach Families: Creating EHDI Connections."  (Inaudible).  

>> Sarah: All right.  We ready to go?  


I'm Sarah Wainscott.  I wear a number of hats.  That includes being on faculty at Texas Woman's University, but today I'm here as a member of Texas Hands & Voices.  Our topic is how to reach those hard‑to‑reach families.  


In the EHDI sessions, they have objectives.  You know how you put in your abstract and then it sort of evolves?  These are sort of our real objectives.  I want to engage in a discussion.  I want this to be sort of idea sharing.  I can tell you what we've done.  I can tell you what's worked for us, but there's a lot of experience in this room.  You guys probably encounter some of the same challenges that we do and would like it to be more of an informal information sharing as we go.  I'm going to hit five target action areas ‑‑ leveraging technology, developing regional connections, coordinating care, demonstrating cultural competence, and responding to crises.  My objective for you would be at the end of the session ‑‑ think about this now ‑‑ can you write down two things that you can take home and do?  If there are two strategies that we share that you can take home, that's where we want to go.  


I'm going to talk a lot about Texas Hands & Voices, but we're not a Lone Ranger kind of team.  We have a lot of established connections already.  Those include our School for the Deaf and our Resource Center for Deaf, Region 11.  We're divided into regions.  Region 11 is the place that does Deaf Ed.  Families, professionals, programs, should have mentioned ECI, but they're effective partners as well.  


Texas is hard to reach.  I went to a session recently.  They were talking about the 25 kids they identified in their state and how they missed one.  That's not Texas.  We birth 400,000 babies, plus.  Second largest birthing state.  We have the second largest rural population.  269,000 square miles.  Hispanic population of 37%.  We have kids who live in poverty.  Highest rate of uninsured kids, so it's a tricky place.  Are there some challenges that you have that are not listed here?  Go ahead.  

>> (Inaudible).  

>> Sarah: You have to fly in to get your diagnosis.  Where are you from?  Alaska.  


Anybody else have one?  


We talk about being a rural population.  I went to a presentation, and they were talking about beyond rural you have a frontier population, right?  That would be Alaska.  Before we talk about reaching families, I want to talk about what we want to reach them with.  


We want to give them information.  We have lots of online information, print materials, webinars, workshops.  These can help families get to where they need to be, help them get to professionals, give them information about communication.  We also have a lot of resources not just as an organization, but again that Resource Center on Deafness.  We have early intervention.  We have parent guides.  We have Deaf and hard of hearing guides.  We have a family science program.  We have auditory supports, tons of information.  


Then connections.  Family‑to‑family connections, so we have Facebook communities.  We have family weekend retreat.  We have moms’ retreats, local families event, newsletters, all of these things that our families are not getting to, right?  


If we want to get these resources to different families, we have to do things differently.  I want to identify first what barriers that we're encountering.  Do you know any of these families?  I don't speak English.  Anybody have families that don't speak English?  I don't use a computer.  Okay.  I don't read well.  I don't have transportation.  I don't know what questions to ask.  I live far away from resources.  Alaska, I don't think you've put your hand down.  I have other competing responsibilities.  The systems are too complex for me to understand.  Anything you'd add to my list?  

>> (Inaudible).  

>> Sarah: I'm overwhelmed.  Insurance?  Mental health, right?  Yeah.  

>> Sarah: (Inaudible).  Pardon?  Fragmented families, incarceration, custodial issues.  


I'm going to walk through just some reminders and suggestions.  I'm going to give you some examples of what we do, but then I really want to pass the mic to you and let you share some of the things that are working where you are.  Again, the idea of it being a brainstorming session.  


The example I want to use here is we have a follow‑through guide project in Texas.  This is in collaboration with our state EHDI system.  When families don't transition from that screening to diagnosis, so we have a family calling them.  I don't always pick up the phone when it is a number I don't know.  When we started using texts, we got more responses.  We certainly can't share private health information on a text, but we can use that text to get to that phone call.  Leveraging texting has worked for us.  Connecting through Facebook communities.  Kelly Burger is our social media guru.  We have a Spanish Facebook as well as an English Facebook.  For example, I might not as a family be ready to join Guide By Your Side, but I might watch Facebook for a while and see how that goes, get comfortable with that community before I step in on a personal level.  Kelly hosts once a month a topical session, so it might be on engaging your kids at the dinner table.  It might be on camps.  It might be on technology.  These discussions happen within a Facebook context.  It's a safe environment.  It's accessible, and it is also archived so you can go back through it.  


Linking to quality video materials.  Yeah, I mentioned our Educational Service Center.  They put together some great videos on early intervention and Deafness.  They did it in Spanish and English and ASL.  We will sometimes encounter a family that doesn't read.  They have don't have a computer.  They don't speak English, but dollars to donuts they've got a Smartphone.  If I can send them a link to that video on a Smartphone, they can watch it.  They can watch it again.  They can show it to dad and to mom.  That's something that's been effective for us.  


What about you guys?  Do you have some ideas in terms of leveraging technology?  Something that's worked for you?  Come on.  Go ahead.  I'm going to get Alaska and then I'll get you.  You're not Alaska.  I'm sorry.  

>> We wrote a grant to get some iPads to be able to do teletherapy with our further away parents.  

>> Sarah: Teletherapy through iPads.  

>> A little bit basic, but just texting.  We don't do a lot of peer contact in Washington.  No one has ever been very receptive, but when a baby is referred to audiology, a lot of times the audiology clinics don't contact the families to schedule appointments.  The families have to contact them.  A coworker will say contact Mary Bird to schedule an appointment.  Sending them a little reminder, just sure to make an appointment.  They're not going to call you.  Or else they wait a couple of months and they're already behind.  

>> Sarah: Anybody else?  Go ahead.  

>> Tennessee EHDI coordinator.  We have tele-audiology services that are offered statewide where families are able to reach out if they have any questions about their hearing screening results or diagnostic results from their audiologist.  They can call this center any time Monday through Friday and be able to have free help.  

>> We also use some tele-audiology for both diagnosis and for clearance from the EMT.  There was some limited usage of telehealth for teacher of the Deaf for early intervention in remote communities.  

>> Sarah: Perfect.  You guys are already doing some good stuff.  All right.  


Our next topic is develop regional connections.  Here are our suggestions there.  Build specific knowledge of providers and programs, cultivate relationships with local families and children, develop familiarity with community resources, and facilitate learning communities of professionals.  Some examples that I would share here ‑‑ again, Texas is a big place.  One of the things that our board did under Kelly's direction was to identify resources within certain regions, to develop sort of a resource map.  If you're in north Texas and you know who a dispensing audiologist there who is really good or if you know of a family support group or you know a great speech pathologist or a sign language coffee time, we have resources that are clustered.  Another one of the things our state is working on learning communities.  To go out and gather stakeholders within a specific region.  Those would include parents.  Those would include a medical home.  Those would include audiologists.  Those day school programs for the Deaf to bring all those stakeholders together and to have conversations and dialogue and for that to be facilitated by the TEHDI organization at the beginning, but to cultivate those regional connections happening because those are what are important.  


When we come to that point and we're trying to connect another family, often our Hands & Voices people knows a family who knows a family who knows a family.  I'm trying to identify a family in The South Texas region so I can connect her with another mom.  We're able to do that.  


What do you guys have going in terms of regional connections?  

>> I'm a 136 family educator and coordinator for the Virginia EHDI program.  We launched the first of five regional communities.  The first one was in Northern Virginia.  It was spectacular.  No one could have dreamed there would be this many regular people coming to the table.  About 25 a month with 20 that for whatever reason can't come that particular time.  I can't imagine what a room of 45 of them would look like.  

>> (Inaudible). 

>> Yeah  Just to see how successful that is and we'll start the next one in May.  It is incredible to see all the key stakeholders on a regular basis figuring out what do we want to do to improve outcomes for kids is really awesome.  

>> Sarah: Frankly, that's one of the things that's always been a draw for me for EHDI  You have these interdisciplinary people that are working together.  You guys know how it is.  You've got that stakeholder meeting.  You don't see those people in your state until the next year you're in Chicago.  If we could cultivate those relationships locally and nurture them, yeah.  Anybody else do things on a regional level?  Tennessee?  

>> We have six regional task force meetings across the state that meet quarterly.  Anyone is invited to come and participate.  That's where many of our PDSAs are developed across the state.  For regional connections, we put our first parent guide in a hospital so as soon as families are identified with hearing loss, they've got a parent guide that lives in that area that can automatically connect with that family and do immediate follow up.  

>> Sarah: Anybody else?  I'm sorry.  

>> We're in Minnesota.  We have ‑‑ Minnesota is split up into seven different regions.  We encourage each region to host family events, and then we also encourage collaboration with teachers and the Deaf and hard of hearing or DHHS or service providers to build that relationship but also have the families that come to the events meet them if they haven't before.  

>> Sarah: Sometimes you can meet that provider in a social environment before you actually encounter them in the school.  That does wonders in terms of building relationship.  


Coordinating care.  Kelly and I were just talking about this.  One of the questions was, when you say coordinate care, are you talking medical care or educational services?  I think the answer should be both.  Some of the things that we've done ‑‑ and we're looking again at collaborating across systems and services at multiple levels, follow‑up to screening and intervention and transition supports.  Some of the things we would mention is that parent guide program where someone at the TEHDI office is calling and connecting with families.  


What else did we have, Kelly?  


We had another example.  I can't think of it.  It was a great example.  I know, Cara, one of the specific things we're doing is rather than calling after the fact, she's identifying the PCP for those babies referred on the screening.  Calling the PCP in advance letting them know the baby is coming and giving them that the resources that they need before they encounter the baby.  We're certainly not able to do that statewide.  We're piloting that in the San Antonio region, but that's another way that we're doing it.  Coordinating things with ECI.  Coordinating things with those programs for the Deaf. 


Anybody else have something they're doing in terms of coordinating care?  


Demonstrating cultural competence.  I have an asterisk there.  Rachel St. John uses the world cultural humility.  The idea is to be competent in all things cultural, but I'm going to approach this with a level of humility.  We have bilingual guides.  They are able to connect on a personal level.  We really coach our Deaf to tune into family priorities and concerns.  We have Spanish‑specific programs available, cultivating networks in minority communities.  Some of the examples that I would share, we have hosted a number of moms’ events.  I can't remember what PAWS stands for.  Parents advocating understanding and Supporting Each Other.  It's moms getting together.  There's a speaker and a massage.  This is the nature of it, and it's worked really well at other regions across the state.  Then we got to El Paso.  Our regional connections in El Paso we're saying you've got to do this differently because these Latino moms are not going to leave their babies overnight so they can go get a massage.  This is not going to happen.  They're not going to go to the resort hotel.  Let's host this in the community center.  Let's provide child care.  Let's do this differently.  That was a match for that community.  We had to connect with the people in that community to make it effective.  


Our School for the Deaf hosts a family weekend retreat every summer.  It's a fabulous event.  They bring families of children who don't go to the School for the Deaf and they have workshops.  The families sleep in the dorms.  They have great events.  Over time, we've been able to include more and more families who are Spanish speaking to the point now they don't have to sit there with an interpreter speaking in their ear, but there's a track specifically for those Latina families.  To see Latino dads connecting with other Latino dads, that's a game changer for so many of these families.  


Responsive and inclusiveness of the Deaf community.  This has been something that we've worked on certainly the families that we serve are primarily hearing families.  The families who have Deaf children don't necessarily need all the supports that we provide.  They know this game, right?  At the same time, we want to include them if they want to participate.  We have clusters of Deaf families, particularly in the Austin area.  One of the things that we've had to think about as an organization is how can we make this accessible to any family that shows up and how can we use our resources well.  We feasibly cannot have a certified sign language interpreter on‑site and on call at every event across the state, but if we have an RSVP that says, let us know if you need a sign language interpreter, that's very important.  We want someone who is a qualified interpreter, not a sign language student at the high school.  


Anybody else have some ideas in terms of how they demonstrate cultural competence?  I know some of you guys are reaching out to communities we don't engage with.  


Can I add one?  We talked about ‑‑ I don't remember.  Maybe this was the example we forgot.  We had a guide who had worked ‑‑ she was in the military previously, and one of the things ‑‑ this goes back to care coordination.  This was the example we forgot.  She was really good at reaching those families and providers who were coming through the military installations in our state.  The services are different and how you navigate those services are different.  Those folks would often not recognize what's available, both the providers and the families.  I don't think we always think about that as an underserved population or a hard‑to‑reach group, but for us, they were.  


Cultural competence, anybody have something they want to add?  

>> I don't know if this is necessarily a cultural competency, but a lot of our Spanish‑speaking families may be undocumented.  There's a fear if I say I'm with The Department of public Health.  A lot of times it's a shutoff.  But at the WIC department, they trust them.  We work really well with our health departments because they already have that trust.  We do have the automated ABRs in our clinic.  Sometimes we can catch them there.  

>> Sarah: I know exactly what you're saying.  As we started our follow‑through guide project, we had some dialogue.  We have to have integrity with identifying who we are when we call them on the phone.  Our Spanish guides were saying we can't not call saying we're from the Health Department.  We have to be able to identify ourselves as parents first.  Yeah and building creditability within that community has been huge.  The undocumented issue is a challenge. 


Anything else cultural competence?  


Responding to crises.  Crises can mean families in crisis or communities in crisis.  A couple that came to mind were supporting both the families and the professionals.  We were thinking about our Deaf Plus kids, for example.  We had a 3‑year‑old, and he was going to the hospital, had some critical care needs.  There was interpreter required.  They said, well, we've got a video interpreter.  That's not a match for a 3‑year‑old or mom can do it.  The mom of a 3‑year‑old should not have to do that.  We had a low vision child who was Deaf and had gone to the dentist.  They want to put him under the lights with one of those super glasses or whatever.  Hello?  That's really scary for a kid who is low vision.  Helping families walk through those, navigating that, helping facilitate things between the professionals and families is important.  


We had Harvey just recently in Texas, and so one of the things that we did was facilitate connections between some of those shelters and the Dallas hearing Foundation so we could make sure that those kids had batteries and resources so they could hear.  We gathered folks from across the state to do sign language videos of stories, to read aloud stories through sign language that we could have played in some of these shelters.  Those are some examples.  


Anybody have examples of what they have done with families in crisis?  I heard fragmented families.  It's not always about the hearing aids and the sign language.  A lot of times you're connecting them with social services networks and being familiar.  Those regional connections, who is there that can help is really important.  

>> We also just recently had ‑‑ I think it was last week ‑‑ had a request if we knew anybody who could do telehealth language listening‑spoken language therapy to a family who is bilingual down in the Valley and had no web access or anything else but could go to the library or get something on their phone.  They didn't have any connection of where to get that kind of stuff.  

>> Sarah: This is the take‑home.  Families and life are complicated  Every family counts.  Sometimes when we plan programs, we think about maximum and min impact.  If we want to reach families, we have to do things differently.  I hope you have two strategies to take home.  I would love to ask you about them, but we are out of time.  We would love to stay around and chat if you'd like.  
(Applause)

