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>> Can you guys hear me okay?  We've got 30 minutes.  We've got two presentations.  We've got two presentations so I'm not sure how many of you are staying for both of them.  I feel like I should give everybody a five 5 for coming here at the last hour.  So the first thing we're going to talk about is the role of parents, specifically in care coordination and I think we can certainly garner agreement that parent to parent support is vital and it's an important role in EDHI but I want to buy in it's important for even at that level of care coordination even at that systems level that's what we're looking for.  
O‑Michaela and I are doing this and Jennifer and I are doing the next so we'll introduce ourselves a little bit.  I'm Sarah Wainscott and we're going to talk about the follow‑through guide and this is the partnership between Texas hands and voices.  My role is to coordinate that project.  Michaela's role is the coordinator for our state's guide by your side program under Texas hands and voices and Jennifer works with both of us and Jennifer's primary role is connecting with providers.  My other hat is a university professor so I have to tell you what the learning objectives are before we start.  I want to make sure we establish the need for parent‑to‑parent support, that we describe some of the unique features and that we summarize the characteristic and training needs of our parents.  And so I've cited something at the bottom and that's a research review of a hundred different studies that look specifically at parent‑to‑parent support for families of children who are deaf and hard of hearing.  What we know is that those supports promote the well‑being of the child, the well‑being of the family.  They build education and systems and service needs knowledge.  So our families more equipped in terms of information.  We also know they're empowering, both in terms of building the competencies and skills that our families need as well as giving them the confidence that they need to move forward.  
And we don't want just any old parent, right?  There's certain qualities and characteristics that made good matches when we're thinking about parent‑to‑parent we want to be intentional.  We do have perceived sameness is one.  That's why it's so powerful when you have people with all these little green tags on them.  This is somebody that's like me.  This is somebody who is also a parent of a deaf and hard of hearing kid.  
We know that families want practical information from other paints.  Because there's a difference between an audiologist explaining that audio gram to you and that mommy sitting with you and telling you what your kid hears and doesn't hear.  Those are two different things.  
We know that those reliable allies also give you supports that don't have time restrictions on them or I would even say emotional restrictions on them.  And there's an equitable relationship between parties.  I'm not coming to you and helping you, but we're equals.  We're partners.  We're sharing.  
One of the things that we talked about is information sharing.  And certainly and the follow‑through guide role that's a big part of what we're doing, we're sharing information with parents about that EDHI system.  And we want ‑‑ information that is clearly communicated, that's accurate, that's relative to that specific children's situation and that's sensitively communicated.  And again, these are that we see in the research, but we know in our gut that they're right and we know anecdotally that's what our parents are telling us.  So here's the thing.  My guess is we would all agree that parent support is great.  Yes?  Any disagrees?  Okay.  But most of us don't necessarily see a role for parents at that system level.  That guide by your side is great, lots of states have that, that's great.  But Texas is actually doing something different.  And that we've invested in families at the system level and we're excited to tell you about some of the you unique ways that our parents provide supports.  
And why is that important?  Here are some things that are pulled out of that joint committee statements.  You guys are all familiar with these goals.  I'm going to point to the one in the middle it says that families will be active participants in the development and implementation of EDHI systems at the state/territory and local levels.  So that is pretty ambitious.  But that's frankly what the guidelines are telling us to do.  And these other two items reflect other things that we're doing within the scope of that project, one is that data tracking management system that we're investing our parents in that and certainly to have access to other families who have children who are deaf and hard of hearing who can provide culturally and linguistically sensitive support.  
>> I'm going to stand up here instead of walking around with Sarah.  She has much more oomph this afternoon than I do if you will.  Thank you guys for being here the last couple of sessions this afternoon.  I may not be as articulate as I would have been this morning.  Bear with me, if you will.  We want to discuss a couple of reasons why parents are the most effective messengers of the EDHI message, if you will.  
Parents are credible.  We are able ‑‑ there's a certain comfort level that just naturally occurs between parents.  What connects us is our shared experiences.  It doesn't ‑‑ it doesn't matter the type of hearing loss or the mode of communication that we may have chosen.  That common bond that we have a child with a hearing loss automatically connects us.  And it allows us time to really connect with that parent, that another professional may not be able to do as well as another parent.  There's a certain comfort level that comes along with being able to share in those experiences.  And parents have the opportunity to be more candid with us.  They're able to share those certain barriers that might exist that they may not want to share with someone else.  And we really ‑‑ we share or show genuine concern for these families.  There's a certain empathy that comes with reaching out to another family.  This is not the state calling and saying we need to discuss this with your child or a professional calling to talk about some things or ask you questions.  This is another mom or dad in our case we only have moms, but these are moms calling.  And it's just easier to connect with another parent and so they're more open to those relationships than they might be with certain professionals.  
Parents are accessible.  You know, you can reach us outside of office hours.  A doctor closes down or a school district closes down at the end of the day.  Although we may not answer questions throughout the night if you're texting us at might night crying and wanting emotional support, we may not answer at that time, but we do have office hours if you will outside of those normal hours.  And so you can reach us more easily than you might be able to a professional.  And we are emotionally able to provide certain supports that others can't.  We come as I said we carry a certain empathy because we've walked through what you're going through, we've been there so we share those life experiences.  
We don't follow any sort of a script.  There's no agenda to what happens.  We let that family lead to what they might need and sometimes families don't know what they need.  So we like to guide them into finding what solutions they are actually looking for.  We encourage kind of an organic relationship to just kind of let those things happen naturally.  
And we are anonymous.  We don't really share information with anyone.  And what we've shared with a mom in the morning, she may feel overwhelmed and doesn't remember anything we've talked about and she might say to us can you call back and share this with mom or dad or grandma and we want to take the opportunities to share with those family members because they're a critical part of that child's team.  
Partners are understandable.  You know, providers have a certain amount of time that they can give to their patients.  And they really don't have the opportunity to provide the type of understanding that parents do.  Parents are much more comfortable communicating with us because we use terminology that they can understand.  We can talk to each other as equal partners.  There isn't any need to feel less than because we don't understand what they might be saying or we might feel as if we can't speak up because we aren't quite that educated or we don't hold that education level or that status.  So we want to make sure that we're user friendly and we provide clear information to our parents.  And we want to make sure that they're understanding what they're saying.  We want to make check to make sure they are clear of what they have been told.  
And we want to make sure that we offer practical applications to them.  We want to offer solutions.  We want to be able to offer advice for things they might need.  
And we get the big picture.  We have experienced parents, they have a knowledge of the EDHI system rather than just a small part of it.  They have a clear understanding of what it's like to live with a child after the EDHI years.  What happens after early intervention.  And our parents have a story to share.  And one of the things we'll talk about in a little while is that our parents are trained to share their stories.  We want to make sure that they're sharing their story that's effective.  So we want to make sure that they are able to share their story, but that they don't undervalue someone else's journey.  So we really do listen to those families and allow them the opportunity to share their story, whatever that might look like.  
And parents speak my language.  Now, Sarah put up here in this slide that in 2017 having experts who are culturally competent as a Spanish speaker is critical.  So in Texas, we have a large population of Spanish‑speakers and it's extremely critical to connect to these families with those cultural needs.  For someone to come in from the outside really doesn't serve that family.  They have to gain our trust and in order to do that we need to find someone who is culturally competent, who understands what the needs of those families are.  Who can come in and build that trust system with them.  And you know, really give them an opportunity to share a safe environment, really.  And across any cultural boundaries that might exist.  
So how do we select these parents and train them as EDHI experts?  When we look for these parents, we are looking for experienced parents of a child who's deaf or hard of hearing and that might mean many things.  We might consider a specific area of need, whether that's someone who is looking for someone who is based in sign language or has chosen an oral mode of communication, we like to have a diverse background of guides so we're able to provide parents what they need as well and we want to make sure they align with our mission statement which is what works for your child is what makes the choice right.  It's important that they have strong communication skills.  As well as really just the willingness to invest in other families.  And that understanding that they would like to give back.  Here's my opportunity to give back to other families what has been given to me.  
And obviously we need someone who can be professional and have a certain professional skills.  And some of those skills might be self‑directed, organized and ethical.  We do want to make sure that people stay ethical and that they keep all of this information confidential and that is something we share with parents from the very beginning.  
And how do we train these guides?  So our guides receive several components of training.  The first training that they receive is through the hands and voices program.  Or the guide by your side training.  And so they receive that initial training and we explain to them the framework of parent‑to‑parent support.  What does that look like and how can you support parents.  What is the philosophy of informed choice.  We want to make sure that we let them know that their choice is their choice and we teach parents how to support that.  We make sure that they understand the unique needs of deaf and hard of hearing families.  Each family is going to look different.  So to understand that families are coming from different backgrounds, and that they might need different levels and different types of support.  
And the diverse perspective of families, just to understand that there are going to be diverse needs.  There may be something that you can't provide a family or you are no background in, but that's how we share our guides can be brought in to share with families who might have that same type of need.  
Communication strategies.  How do we work with parents who are emotional?  How do we get them through when they encounter those emotions with parents?  What do you say?  How do you direct questions and how do you get them involved by asking the right types of things?  And we also respect professional boundaries.  Everything that we do is confidential.  
>> Most of what they do on that left side of the screen happens with Michaela and her team, and then we take over with a follow‑through guide project on this right‑hand side.  So we want to make sure that the folks that are coming into our project specifically understand the 1‑3‑6 basics and the basics of the joint committee statement and just general overview of EDHI systems.  
Every EDHI system is different and we want them to have a sense of how other EDHI system works and in Texas we're TEDHI.  We're working under the department of state health services and that looks different than working for a nonprofit and an advocacy group.  This is a different venue and we want to make sure they can function there.  They're coaching families how to get through those screening and diagnostic procedures.  What's going to happen next, what did those tests mean so we want to make sure they understand what those procedures are and what those tests meant so they can communicate that to families.  They need to know the basics of ECI and that seems self‑evident but really it's not.  We want to make sure that they know for example when you qualify for ECI.  So in Texas for example even at that point of a referral, you are eligible for some ECI services.  Those services include service coordination, but that's the exact person that you need to help you get to that next step to identify the audiologist or the transportation.  We want to make sure our folks know that.  Who's going to pay for ECI and how does that work in Texas.  If it's based on a sensory disability, deafness or blindness those services are at no cost.  We want to make sure families know that we want to make sure our guides are giving them accurate information, clear information.  We want to make sure they understand our project priorities and the protocol and that's tricky sometimes.  Because we're here because we want to help families.  And so for example as the project coordinator I get to see all those babies that didn't get to where they need to be.  They come up on my screen.  I live in Denton, Texas and when I see a baby pop up that didn't get to the right place, there's a piece of me that wants to get in my car and drive to their house and go talk to them.  But it's not okay.  We don't have authorization to do that.  We need to be clear what the boundaries are because we're obligated not just our organization at this point, but to the state.  We want to be sure about what we're doing and how we're doing it, making sure we're following the rules.  
We also want to make sure that there's consistency with how we meet the needs of every family so we have to make sure that we're following protocol and that's formalized and that we want to make sure that we're reporting.  And this took some negotiation, frankly, at first.  Because the state was really as we came into this project invested in compliance of those providers and tracking and data management.  We were very invested in supporting the families and coaching the families and guiding the families.  But part of doing that well meant taking accurate data, collecting information on 23578lys and these calls and being able to provide it to the state in an effective way while we're providing just in time support to the families.  And if you want to stay another half an hour we can tell you more about that.  
When those parents come in, we've talked about why partner support is important, we talked about bringing those parents in and how we select them.  But I also want to be clear that's not the end.  That we're continuing to coach and guide those parents and developing EDHI experts and leaders and we do that in a number of ways and some of that is we bring parents sometimes to EDHI or we have regional Summits.  But we also meet with them weekly in a phone call meeting and we have somebody from the TEDHI office that calls in with us and we do different things.  One of the things that we do is we go through highs and lows.  That seems simple enough.  But you wouldn't believe the highs and lows they bring and you're coaching them through problems and walking them through strategies and to have that state person right there helping to coach through that is really helpful.  
We are able to share and shape resources.  And some of that is you know we've taken information that we've gathered from families and helped shape and inform how EDHI develops their own materials.  We've been able to give feedback on how, for example, the screeners are coached on how to deal with a family that's not English speaking.  So as all these interactions take place, these parent guides have gained credibility within our state as expert parents.  Within those meetings we've had folks like hearing screener, coordinator at ECI services, somebody that runs the system, all these people are engaged in the training for those professional parents but also our parents are influencing them.  
And here's a great example that we wanted to wind up with.  This is Yuliana.  She lives in Abeline, Texas, which is not a big town.  But she was a strong local leader.  And she had given evidence of her ability to really serve other parents and do it well.  So she was tapped to provide services as a guide by your side.  And she did that well.  And so when it came time to look at this follow‑through guide project, Yuliana was a natural pick and Yuliana has shaped the way we do things in Texas.  And it was interesting I'm going to tattle, one of the things Scott struggled with was Yuliana doesn't know how to use Excel.  Is she going to be a match for our team.  Right?  Yuliana has been more than a match.  She has changed the way that families in Texas that are Spanish speaking are served.  She's called hundreds of families and she's become a leader within our state.  Yuliana has gone back to college.  So this is ‑‑ she is a genuine leader now in Texas who is recognized for her expertise specifically with families that are deaf and hard of hearing who speak Spanish.  This is the outcome we want.  Not just for the kids in Texas.  But for the Yulianas.  Any questions?  
That's it.  
[Session concluded]. 
You can stay if you want.  

