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>> CHRISTINE MOODY:  All right.  We have a smaller crowd than the last room.  That's okay.  They're on their way, right.
Go ahead and write down on your form that we spoke too fast.  I apologize now to the interpreter.  So we have a lot to cover.  Today we will be talking about improving ECI and family support systems through collaboration.  And I have a co‑presenter here.
Just to get a feel, there is not very many people in the room.  How many of you work in the ECI system?  How many of you have worked in family support?  Okay.  Raise your hand if you participated as a recipient of ECI services.  Early childhood intervention.  Sorry.
So today we just hope to kind of shed some light on system improvement through collaboration between two separate systems, kind of how we do things in Texas, baby steps.  We're making some progress.
I will give you a little bit of our background.
>> JEAN ORIGER:  Good morning, I'm Jean Origer.  Can you hear me?  Do I need to hold this closer?  I'm Jean Origer.  I'm with the ECI program at the state office in Texas.  My background was actually as a speech pathologist originally and I spent many years doing that.  Later that work took me towards working with children and adults with disabilities.  And in that, I worked a lot with families.  And so I was able to kind of hear the family experience of children with disabilities from the time they were very young until some of the families I worked with were families who were having their children or united to them after they left institutions.
And so I got a really, I guess, interest in the focus of listening to families.  And it became sort of a passion of mine.  So when I went back to work after having children ‑‑ and I won't bore you with that whole story ‑‑ I became a social worker.  That's a little bit about me.
>> CHRISTINE MOODY:  And now you're ‑‑
>> JEAN ORIGER:  Now I'm at ECI at Texas.  I have been there for about eight years.
>> CHRISTINE MOODY:  I'm Christine Moody.  So I guess that was important.  I should have said that two slides ago.  It is huge captioning.
Anyway, I can ‑‑ no.  Okay, we're set.  Thank you.
My name is Christine Moody.  First off, I'm parent of a 22‑year‑old deaf son.  And I'm the program coordinator for the Texas Hands & Voices Guide by Your Side program.  And, really, I would say I was trying to count it up.  I have been involved with family support and parent support in some way for probably about 18 years.  And I have been with Hands & Voices for six years.  That's enough of that.
So for today's presentation, this is kind of just an overview.  In Texas, we had an open dialogue between our entities and it resulted in some increased collaboration and reciprocal benefits actually due to family support being provided kind of outside of the Texas education agency and the early childhood intervention system.  This collaboration we believe as demonstrated some benefits not only to families but also to the systems themselves.
  So we are going to cover some background from a different point of view.  I love co‑presenting.  It shows there are different points of view but there are also commonalities.  We will talk about what some of our challenges were and the resulting collaboration and finally what are some of those benefits and improvements.
Today you will... audience members will be able to ‑‑ so I just wanted to go ahead and throw those up there.  These were our learning objectives for today.  So some information you will learn about and strategies you will be able to identify and you will be able to outlie and explain some of the tangible benefits.  So I will let Jean start with an overview of Texas and early childhood intervention in Texas.
>> JEAN ORIGER:  Well, I wanted to provide an overview because Texas and like all ECI programs in different states they are all a little bit different.  And in Texas, the state office contracts with providers across the state to deliver the Part C services.
And those providers are not individuals but they are actually entities that offer those services.  And there are some challenges that are related to that because they're very different.
The other thing that I wanted to bring, which I think is important to our collaboration in general is within our state agencies for EHDI and then, of course, with Texas Hands & Voices for the parent support is the fact that it is a broad state.  It is a huge state.  It has a landscape of different cultures.  There's probably about five different cultural kind of centers to the state.  We have the El Paso and the Rio Grande Valley which is a large Hispanic population.  We have a rural segment.  We have metropolitan areas.  Dallas is very different from our second largest ‑‑ I don't know which is largest, Dallas or Houston.  But they are very different.
And when you have providers that are delivering services within those communities, it's good because they can develop community relationships because ECI is local.  It is about community support.  It also makes it more challenging for the state office to have consistency across the state.  The state office does provide compliance monitoring which says these are the rules, these are what you must follow, and we are going to go out and check and see if they are done.
We have some quality assurance monitors that are really about looking at ‑‑ we all know quality isn't about a rule.  It is about how we implement the rule and what the spirit of that rule is suggesting.
So we do have quality assurance, and we do have training and technical assistance that tries to help programs train their staff to provide quality services.  But that's kind of a challenge because, of course, it is different in every situation.
The state agencies responsible for EHDI in Texas, there are three main state agencies.  And that's part of our landscape.  We have the Department of State Health Services which is responsible for EHDI throughout the state.  They're responsible for all of 1, 3, 6.  But their main focus is to have that management information system in place and effective so that all the providers from the birth screening down to intervention have access to that and it is meaningful and effective.
I like to say we see them as the medical component and I explain later why that is a problem as an early intervention component.  I forgot Texas Education Agency.  That's another component in that the Texas Education Agency is responsible for services for children who are deaf and hard of hearing.  But a long time ago before my time they determined children birth through 3 should be served through the Part C system.  They are still responsible.  They provide the deaf education teacher., but Part C ‑‑ they are part of that Part C team.  So it is a bit of a challenge to be able to coordinate with them.
>> CHRISTINE MOODY:  They basically use a memorandum of understanding.
>> JEAN ORIGER:  Yes.  We have a memorandum of understanding that talks about guidelines for how that's to occur.  But they have the same issues in Texas that we do, that it is a large state.  And while they communicate to everybody about what rules and regulations are, that quality piece, how it's implemented is different throughout the state.  And I want to talk a little bit about ‑‑ thank you, Chris.
So what we do is that when a child has a confirmed hearing loss, ECI refers a child with parent consent ‑‑ because we can't do anything without that ‑‑ to the education agency.  And that can be a school district.  It can be a regional day school program for the deaf.  It can be Texas School for the Deaf.  One ECI program may have several school districts that have all different teachers of the deaf.
And so that communication stream and that consistency of service can be somewhat of a challenge.
And in addition, just recently, we used have eligibility that said any child in ECI who had a sensory loss was eligible related under atypical development.  But recently, we said that all children that have auditory impairment or visual impairment as defined by the Texas Education Agency are eligible for services.
But what that means is that the educational agency or that deaf ed teacher has to be able to look at all of the diagnostics and the audiology report and all the medical things that they require in order to come in and to say that child is eligible.
Confirmed hearing loss, I think I said that.  Yeah.
So I think what I want to say here ‑‑ and it was interesting to hear Janet DesGeorges talk about the NICHQ because we participated in the NICHQ project.
What I want to say is this is who we were before and after that experience in NICHQ, we became, I think, a different system overall because we had the EHDI system.  We had ECI system.  We had the ‑‑ you know, we had TEA system.  And we had ‑‑ it isn't that we weren't collaborating.  We were talking to one another.  We were trying to look at barriers.  But we were looking at things ‑‑ ECI would work with TEHDI.  TEHDI is Texas EHDI.  We were working singularly with TEA.  TEA was working with the EHDI system.
So we didn't always work together.  We didn't see ourselves as a piece of this one large continuum.  We really did as professionals look really kind of from a professional standpoint just at our own piece.  And I see that as a huge problem in the sense that we all are really responsible for this continuum.  And a family doesn't have a piece, they have the whole continuum and the whole experience.
So, that's one of the things that the NICHQ project did for us, is that we had to look at some of the barriers and we had to look at them and really listen to each other and try to understand I think for the first time what everybody's perspective was, everybody's piece was, and what some of those challenges were.
And then we had to take small baby steps to try to say, okay, let's look at some of these things more closely and see what happens.  What was the most, I think, meaningful or the most dramatic element to the NICHQ project was that this was the first time that we had this parent component at the table.
There was just something about ‑‑ I thought about it over and over again, about that honesty of having that parent there, was that it helped us to look together at ourselves as a unit that was trying to make EHDI in Texas better.  I think we weren't the shining stars of the NICHQ to tell you because we had these barriers to begin with.  So we weren't talking as well as we should.  Coming up with the PDSAs, we were struggling all over the place.
Because we had the parent component at that time, it encouraged us to continue, to keep continuing to try to look at barriers.  And we began to start trying to solve problems together.
One of the things that I did in ECI was that I ‑‑ to look more closely at it, I interviewed with the TEHDI person, one of the staff at DSHS, was to call all of our contractors and talk with them to have both the TEHDI system, and I talk with contractors so we had an understanding of what that experience was.
And then I looked and talked to programs and went to a program and talked to program directors, looked at child records, talked to service coordinators.  And I'm just going to generally tell you because of time, is that what I found out is that it was different all over the state.  If you had one person who was making those calls to parents, they usually had more confidence.
That person was a parent, and in ECI that wasn't a parent of a child who was deaf and hard of hearing but it was a parent still that could speak from a little bit of that perspective. they had even more confidence.
But if you talked to service coordinators who don't often have a child who is deaf or hard of hearing, they may see a child as a service coordinator once or twice a year.  They weren't confident at all.  And then I also found that in the service delivery piece of it, the role of service coordinator we know in Part C is to really support that family to be a advocate for themselves and make sure that the services are family‑centered.
And when a child who was deaf or hard of hearing was involved and you had a team member from another agency, we just didn't have that kind of understanding.  Those service coordinators weren't as knowledgeable or skilled or as confident in serving in that role as service coordinator for families.  I think that's pretty much it.
Here's my story about the script, Janet.  (laughter).
I have a story about ‑‑ so, one of the things that I said was, we need a script because this just isn't working.  And so I, being the uninformed person, said, oh, I'll do that script because I'm the professional and I really like families and I'm really sensitive to families so I'm going to write a script.
Never did I think to ask the parent in the group to help me initiate this script.  I did.  And what I found, it was really, really hard to do because there's so much I thought I had to do when making that first phone call to a family that I wanted to get everything in there.  So I plugged away and I did it and I sent it to Hands & Voices who provided me with feedback.  And what I got back was a lot of exclamation points.  I won't tell you all of the things I got back but it was a lot of exclamation points that said, wow, this is not good.  That's what it said.
>> CHRISTINE MOODY:  A lot of red lines.
>> JEAN ORIGER:  (laughter).
And so I was really deflated.  To tell you the truth, I thought I'm not very good at my job.  I'm having a hard time here.  So we kind of actually scrapped the script for now because it's really hard to do and we decided that we really need trainings.
But what it told me was that while ECI can look at our regulations and we can understand family‑centered, it made me experience something that helped kind of make that change.  And I think it is that experience.  You have to start and you will get experiences that will help you understand just how important it is to have parents at the table.
>> CHRISTINE MOODY:  Thanks.  All right.  So I threw up this slide.  I'm totally stressed about the time, you guys.  Everybody is familiar with this slide.  This is a NCHAM Hands & Voices developed pictorial.  Family is at the center.  It is a parent‑driven process.  What we know is that every family has ‑‑ they differ in their savvy to access the different sources of support.  And they differ in the barriers that they might encounter and also kind of in their comfort level sometimes with the different sources of support.
But also sources of support for families there have value and importance.  I kind of started out with challenges and barriers instead of giving background.  But this process is supposed to be parent‑driven.  But new parents have no knowledge and no experience, right?  So it is a low incidence disability.  Like she said, service coordinators or ECI providers may have limited knowledge.  They might come across one deaf kiddo in a whole particular year at that particular ECI location.
Providers, yes, there are early interventionists that are in the home, but their exposure and expertise and experience might be in only one approach.  So, you know, you are calling this an individualized process.  Ultimately this IFSP that a child has, that a family has, you want parents to identify their goals and what's their approach and what choices they're going to make.  But how can they do that if they don't know what their options are?
And then who's going to tell them about those options?  Kind of the trust factor.  Who can you trust?
So we talk about this.  And I would be one to even say that this process of figuring this all out should be part of the IFSP initially.  And so family education is a really important part of all of this.
And so, you know, we've looked at these challenges and barriers.  But what are the goals?  Well, we have this set out for us from JCIH 2013 supplement best practice guidelines.  I will let you read them.  The first one for goal one, that's a pretty lofty goal.  My "don't worry, we got your back" parent support organizations can help you with that.
If you work in ECI, by the way, you should be familiar with these best practice guidelines.  Goal 9 says that we should identify collaborative challenges to create family‑to‑family support services.  Are we doing that?  There's research to support it.  I'm not going to take a lot of time to go into this.
But this ‑‑ you know, this is an old study.  This is actually cited back on that previous slide.  But it is for Goal 9.  They did say that there's research to support this.  It is not just touchy‑feely.
Parent's stress goes down when they have exposure to peers and then they're better able to be a part of the process and more participative key to this process.  And he's done additional studies in 2006.  He did a study called parental resources, parental stress, and social‑emotional development of deaf and hard of hearing children.  Basically showed that access to personal and social resources is associated with the decreased stress levels for parents.  Decreased stress experience.  He then tied that to positive benefits in child development.  So there is a purpose for all this.
One more goal from JCIH talks about the importance of deaf and hard of hearing adults in the family's world in early childhood intervention.  We can't underestimate the value of deaf adult involvement in programs.  I put this picture up there.  At first I was like ahh.  And then I was like ohhh.  I don't have a lot of time to go into stories but let's be honest.  A lot of times families have not encountered a deaf or hard of hearing adult, whatever they might look like.
My husband, for example, had a very bad experience.  He had seen a young man with cerebral palsy, begging, handing out ABC cards in front of a grocery store.  That was his only experience.  When he found out his some was deaf, he looked like this first picture.  Oh, my gosh.  (chuckles).
After meeting lots of deaf adult, that changes to kind of hope instead of fear and misconceptions, hope and relief.  And then that hope and relief moves into excitement for their child's future.  Don't underestimate this component.  And, by the way, it is in JCIH.  We should be doing it.
So why parent support organizations?  These are some intuitive reasons that I think make a lot of sense and I have experienced over the years.  But just that we're not authoritative.  We are reinforcing the same information said a different way from a different perspective.  Connecting on an empathetic instead of a directive level.  Subject matter experts, well, who ‑‑ what subjects are parents experts in.  They are experts in the subject of being a parent navigating the systems, everything that entails.  Feelings of having a child that is deaf or hard of hearing.
So we're going to just skip this slide, supportive families are emotionally happy.  Informed families are better participants.  And families model other families.  Gosh, we are just getting into the meat of this a little bit.
But we developed a dialogue.  Got a seat at the table.  Developed some strategies.  Reciprocal outreach to one another, sharing each other's information, providing training at my parent support organization.  My trainings, I had Jean come in and provide training on the system directly.  She has Webinars where we provide training to her ECI providers throughout the state.  We are in a pilot project right now with TEHDI all working together.  So this is just a list of the Webinars we've done for ECI.
I don't know if we have time ‑‑ these are more collaboration examples and kind of what happened as a result.  Parent guides have a lot to tell us about when they're working one‑on‑one with parents.  And we can learn a lot from that feedback that they can get from the families.
>> JEAN ORIGER:  They're going to tell us what kind of ‑‑ how we need to help our service coordinators and whoever that identified person in the program is, what they need to do, how they can help initiate those conversations with families.
>> CHRISTINE MOODY:  So now this is just a couple slides on outcomes.  So what are the resulting outcomes?  We end up with quality services for families.
>> JEAN ORIGER:  Families feel supported from the beginning through the end, the whole continuum.  There's improved coordination across systems because we need ‑‑ families need to see us as systems, as collaborating and working together.  And I know that ECI providers will have the tools they need to support families.
>> CHRISTINE MOODY:  And then these are more from the parent support perspective.  Again, working together, we reach more families and get them into services earlier.  And then they are at the center of the process and partners.  Parent needs to be a partner in that process resulting in better IFSP goals and follow‑through by the parent.
And then they are at the table to not just ‑‑ for systems change, but big picture and little picture.  Big picture stuff for the state but also helping with the script.  You know, always bring that parent to the table and it will result in better systems down the way.  And then, you know, constant try collaboration and continuous improvement is what results from us talking together.  
I love this picture.  Success is not always what you see.  So the benefits come.  They are just not always immediately evident.
Conclusions, we need more time to do these presentations.  (laughter).
Ask EHDI to give us 45 minutes.
But basically we need training on both sides.  It takes a lot of time and patience.  But the long‑term goal of that true collaboration across systems.  Professionals, parents coming together really integrates it into everything we do and becomes second nature but requires a lot of repetition.
>> JEAN ORIGER:  You just have to start.  I think that's the point.  You start and you work on it at your own level at the state level and you are committed to it and you understand why it's important.  Because you have those moments.
>> CHRISTINE MOODY:  Yep.  So is our time out?  Two more minutes.  Okay.  Great.
Well, we have two minutes.  Let's just go back here a minute.  Did anybody have any questions?  I wanted you to really have some strategies of what this looks like, what kinds of collaboration we did.
>> (speaker off microphone.)
>> CHRISTINE MOODY:  First Jean invited us.  I just love her.  There is one picture of her.  She is one of our champions.  She doesn't really talk the talk, she walks the walk.  But we did just an introduction of parent support on this slide.  This was the first Webinar, just telling them, hey, this is what Hands & Voices and Guide by Your Side is.  This is what parent support and resources for families with deaf and hard of hearing children looks like.  Then we followed that up with a more kind of focus of the parent perspective and kind of talking about some of the best practices with ECI providers.  And what's unique about this low incidence disability, hey, we're here to help you comply with these best practices.  We can be team members in this.
And then we have three more scheduled.  I'm going to be presented on keeping family in the individual family service plan for deaf and hard of hearing children.  I think we kind of gloss over that sometimes.  The family needs to be an active member of that.  Even if that means, you know, like I said, evaluating and becoming informed about your choices should be maybe a goal, meeting ‑‑ having family support.  Meeting deaf adults.  Those should all be components of those early months and years.  And then we have two more scheduled with our parent infant program coordinator out of the School for the Deaf that works with birth to 3 on language development.  And I think those are going to be amazing.
Thank you for Jean for making that a priority.  That what it takes in your states is for people to say "let's talk" and how can we support one another and learn from each other.
Any other questions? 
>> (speaker off microphone.)
>> CHRISTINE MOODY:  Yes, this is on ‑‑ the Webinars ‑‑ for your Webinars?
>> JEAN ORIGER:  They are on the ECI Web site, the Texas ECI Web site under professional development.  They're coming up.
>> CHRISTINE MOODY:  The last three are coming up between now and July.
>> JEAN ORIGER:  But they are archived.  So we've gotten ‑‑
>> CHRISTINE MOODY:  Anybody can access them?
>> JEAN ORIGER:  Yeah, I don't think there is a problem.  Actually, now that you ask me that, I'm not sure.  But I can find that out.  I don't think ‑‑
>> (speaker off microphone.)
>> JEAN ORIGER:  You would go to ‑‑ well, go to the Texas department ‑‑
>> CHRISTINE MOODY:  Here it is.  Under Jean's name.
>> JEAN ORIGER:  ECI.  Or you can just contact me, if you want to email me.  Is the email there?
>> CHRISTINE MOODY:  Yes.
>> JEAN ORIGER:  Yeah, you can just email me and I can find that out for you and let you know.  They hold a lot of people so I don't know why there would be any problem.
>> CHRISTINE MOODY:  I can now say in terms of getting requests for service for families to be matched with parent guides or deaf guides, we have a category that says ECI, how did you hear about our services.  And since we've had those Webinars, we do have an uptick in the number of people that say, I heard about you ‑‑ a parent says I heard about you through an ECI, an early interventionist told me about you.  So that's what we want to see.
>> JEAN ORIGER:  I think some of that work has to come with trying to figure out if we can get one or two programs that work closely with the Guide by Your Side program or Hands & Voices and start to incorporate them as a resource for families.  We can do that.  That really sets an example that we could have another Webinar and say how this works well.  So that's one of my ideas.
>> CHRISTINE MOODY:  Okay.
(chuckles).
Another collaboration idea, we're going to work together on revamping the IFSP potentially.
>> JEAN ORIGER:  Potentially.
>> CHRISTINE MOODY:  The form, right? 
>> JEAN ORIGER:  To see if we can incorporate ‑‑ somehow if we can incorporate some of those IFSP outcomes.
>> CHRISTINE MOODY:  Right, for training.
>> JEAN ORIGER:  We have a massive form.  We're going to try.
>> CHRISTINE MOODY:  All right.  Thank you very much for your attention.  If you have any questions, feel free to come up after since it's lunchtime.
(applause).
>> CHRISTINE MOODY:  Thanks.
 

