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>> TERRI PATTERSON:  Good morning, everybody.  Hopefully you're in here for the IFSP considerations document.  That's what we'll be talking about today.  My name is Terri Patterson.  We'll do introductions here in a few moments, but ‑‑ there will be some documents we'll be handing out to you.  There's two.  The decision guide is put out by the CDC.  We are a committee that has been put together, CDC started doing some committees teleconferencing about 10 years ago, and the EHDI system, early hearing detection and intervention that we're here for today the did a Parent to Parent subcommittee.  We'll tell you more about what the committee is made up of.  One of the products we put out you'll see in your hand is the decision guide.  What you'll see in draft form is what we'll talk about today, what we're currently working on and have been working on for the last year.  So having said that, we are ‑‑ we welcome comments, and edits, and anything you might want to offer we might want to consider on it but you keep in mind we have as a committee been working on this over a year and it is in its final stages of getting graphic pulled together and that.  We'll talk about some of the changes that may still occur.

But we do want to welcome any kind of ideas you have on what maybe is missing or what you like about it.

Having said that...

Since I'm up here I'll go ahead and introduce myself.  I'm Terri Patterson.  I'm local here in Atlanta.  I'm the Executive Director for Georgia Hands & Voices.  I also work as a chapter support coordinator for the national organization Hands & Voices.  And I've been on the committee probably 3 years now, and Janet DesGeorges and I are the co‑chairs of this particular committee.

I have two children.  I have a daughter who's 14 and hearing, and I have a son, Riley, who is 11, who was diagnosed at 2 months with profound hearing loss.

Okay.  I'm going to tell you a little bit about again I told you what the CDC, that they do these subcommittees to get some input from the end users, the people that different documents are affecting, different regulations, different things that are going on around hearing loss, how we can get focused in.  So the Parent to Parent committee, we call it Parent to Parent but that doesn't mean it's just limited to parents who have children who are deaf or hard of hearing.  We collaborate with professionals so there are quite a few professionals on the committee.  In varying fields, early intervention, audiologist with the state school system, within schools for the deaf so it is involved in that but it is really focused and run through the needs of us as parents.

So in developing documents the CDC puts out, we really look at, we're not told, okay, we need a document on this, or we need a question and answer sheet on this particular topic.  It really is driven by the committee's needs, and moving forward in the next month, if you do choose to join our call and we'll let you know how to do that, we'll be discussing what the next product is.  What is the next thing we're maybe lacking we can kind of pull together.

Again, we have monthly meetings so you know, it's the third Wednesday of every month and it's 2:00 p.m. eastern.  It's one hour, so this committee communes, convenes, for one hour every month.  So it's not that we're doing a lot of outside time.  It really is a lot of open discussion.  Nancy Segers is in the audience is on the committee.  A lot of people in the room are on the committee.  It's an hour where we talk about what are the needs.  We parse through what a document may or may not look like.  We do some wordsmithing but really the more input we can get the better product that comes out of that.

Again, the target for these activities really are focused on the group as a committee.  What is there?  This developed, this particular document we're talking about today, came kind of as a thing, Colorado has a Communication Plan that is an addendum, is that the correct ‑‑ to their IEP, to address communication considerations for children that may not always be included in that IEP.  We decided there's really not any document like that that's available for children in part C so we started developing this and parsing with it, looking at what will it look like?  Will it look like that particular plan?  How that's going to be ready.  But again, the target is parents by parents for parents, so hopefully that's what you see when the documents are available.

>> JANET DesGEORGES:  For our room moderator, moderator.  There seems to be sound coming through this that's not happening in the room.  This is a 60 minute presentation.  We'll be finishing at 11: 5.  Mrs. Seaver said we couldn't do this in 30 minutes so I'd like you to watch and see if she can finish by 11:a 55 and get you to luncheon time.

The Deaf Child Bill of Rights in Colorado passed in 1996.  Many states have the Deaf Child Bill of Rights, and I'm just going to keep pressing through this so we can get it figured out.  But the thing that was beautiful about Colorado is there was an actual tool that was produced so that the considerations for deaf and hard of hearing students would be addressed at the IEP meeting.  So this isn't brain surgery here today.  The IFSP Communication Plan is based off of our Colorado one, which is going to ensure the integrity that the conversations at an IFSP meeting will include some of the basics that you'd want covered and discussed for deaf and hard of hearing children.  For those of you who go to IFSP meetings, or IEP meetings, when the team itself may not be grounded in some of the main things that need to be addressed, this is a tool that in Colorado it's been really successful that we're going make sure that we talk about, what is the primary mode of communication of the child?  Do they have access to peers or deaf/hard of hearing adults?  What's the best school placement, proficiency of staff and extracurricular.  We have that memorized in Colorado but we haven't been doing that at the part C level for birth to 3.  So this is our attempt at taking those conversations and ensuring hat they'll happen during those meetings.  I'm going to turn it over to Erin who will talk about those considerations.

>> ERIN SCHUWEILER:  So on that first page if you open it up, the first page is just kind of has some paragraphs about the IFSP and importance of doing the IFSP, and utilizing all of these different topics that we're going to cover as we go through.  But basically the most important part of that whole section is these unique considerations.

We're going to really honestly go through most of these as we talk about it but we wanted to really identify what was really important and what was really unique to our kids who are deaf and hard of hearing so we're looking at assistive technology, family training and counseling and home visits, the peers and role models, family service coordinator, making sure that's someone who is most connected to the child's specific needs.  And those qualified, knowledgeable service providers, making sure those people that are in there know about deaf and hard of hearing children, and so like I said, I think we're going to kind of cover most of this as we go so I won't spend a lot of time but there's definitions here to help parents understand what we really mean when we say these things.

>> I know sometimes when you're sitting in an audience listening to a presentation when you have multipresenters coming back and forth, it can get a little weird but it is reflective of this committee.  It's a fantastic honor.  Many of the committee members who are here in the room today that have contributed to this.  You'll see some of the phrases or sentences, if any of you are involved in committee work or Product Development, you know these kind of things can get wordsmithed ad nauseam so there's a lot of meat in here.  We invite you to take time to really read through and we're thinking about the actual implementation in your states, how that might come about, and we know that there might be at some point some additional training materials to go along with this.

So let's jump in with number 1.  Number 1 is really going to be the addressing of the communication modes and languages of the child and their family.  In the Communication Plan at the IEP level in Colorado, originally it was one sentence that said, the primary mode of the communication of the student is, you had three options:  Aural/oral, ASL, or, you know, some sort of other kind of sign, English‑based sign system.  We've revised that IEP one which included a bigger direction in both looking at expressively and receptively and other things so when we began to think about how this might be used for families just starting out, the number one is now the whole full page on that first one that we're going the look at different dynamics which first of all we wanted to just look at the language and communication of the family, and if you think about that sometimes you might say, this is on it's going to get discussed but there's a lot of times some complexity to these kind of considerations.  I know a family, maybe the wife speaks English and the husband is Spanish only, or however, you really want to talk about these things and say:  Have we identified as a team, is it really clear to everybody, how we're communicating?

And so number one was really just looking at the language in the home for that family.

>> Janet, in the paper, it still says English, native Lang language.  I wanted to point that out.

>> JANET DesGEORGES:  We had a committee meeting on Wednesday and you'll see in yours it was parsed out differently and we reconfigured it, that felt a little more correct a correct way to say it.  At this beginning of this document this sentence carried us through in Colorado quite well, because you start with a premise that the IFSP team has considered each area listed below, and has not denied opportunity based on the amount of the child's hearing level, the ability of the parents to communicate, nor the child's experience with other communication modes.  So we've literally been in meetings where an audiologist might hold up on audiogram and say:  This child has a blank degree of hearing loss.  We shouldn't be discussed the communication needs of the child, they want to pinpoint that so this really is a strong, powerful statement to say:  We have to consider this in the context of what the individual needs of the child and the family are.

Can you go to the next one?

So we've dissected this, to help the team define for a family and talk about, what are we doing right now?  So here's kind of a list that we came up with.  We know that this will also be an education and teaching tool that we meet many families who will come later and say, no one ever even told me about cued speech.  I didn't even know it existed so not only, this is really not just a form to fill out, it's really to help create conversations.  You might ask the family, do we all have kind of a common understanding of what these terms or terminology are?

Go to the next one.  And so then 2B is saying here's kind of what we know on 1A.  1B might look at, but we're considering it or would like more information on the following.  So this is where a discussion could occur to say, you know, we don't know much about one of these categories, and we'd like more information.

The success of this tool would be the ability for people who are using it to help drive the conversation, and also to get to not just, we talked about this, but an action plan.  What are we going to do as a result?  Who's going to do what by next Tuesday to ensure these get taken care of.

I know we're going through this really fast.

>> I was just going to say, I just added speechreading to the paper because it's not there.

>> JANET DesGEORGES:  Thank you, okay, yes, yeah.  Then 1D finally is looking at what are the supports necessary in the, as the family is developing the different types of communication, modes and languages that are emerging for their child, or that they're choosing, is what are the kinds of supports we need so the families can serve as language models?  So that's number 1 in a nutshell.  I described it hopefully in about 3 minutes.

This might take 2 hours to talk through at your IFSP team level.  I know our Communication Plan in Colorado, we often use it as a precursor to the actual meeting so that you're talking with different team members.  Sometimes a professional drives the use of it and often families will come in and say, I want to make sure at this meeting we're talking about these areas.

>> ERIN SCHUWEILER:  So the next one is the assistive technology.  And so basically, we found that a little description of what we're talking about and what we're talking about really could be anything.  And what we want is for the IFSP team to really explore what it is that might be helpful to this child.  And so we tried to not limit it by, we gave some examples but definitely not limited by those examples.

So we want to talk about, what are we currently using?  So what are we already doing?  Then we want the family and the IFSP team to really explore what they want, more information about, what they want to learn about.  We know as these kids even transition, they need to know about what's coming.  And so just that conversation and educating families on what is available to them, lots of times families don't know.

>> JANET DesGEORGES:  I think if you think about the list, the charts, the flowcharts, in any State EHDI system, if you think about and benchmarks, are we doing this or not?  The area of providing families a systemic, formalized opportunity to interact and be engaged with other deaf and hard of hearing adults is probably one of the areas we have the furthest to go.

We're really proud in our organization at Hands & Voices of taking the idea that every parent has a right to connect with another family, and we're working toward systematizing that so it's not just a good idea but it's in a system embedded on somebody's checklist.  I would say I know our belief at Hands & Voices is that families need to have at the very least, the opportunity given to them to meet other deaf/hard of hearing adults so by bringing this on paper to an IFSP, it would require you to have that conversation, to say, you know, have you had the opportunity to meet other deaf/hard of hearing adults?  Would you like?  Additionally embedded in this is the opportunity for our children as they're emerging to have access to other children who would be considered peers.

I'll tell you how this kind of played out in one situation where the part C system in our state was so driven at the time for the natural environments clause and having interpreted that, that that's where a child would be without a disability, that there was a group of parents that were meeting, and it was through some Part C funding to provide an ASL language based play group.

And so Part C came in and said this is not natural.  Well, I think ‑‑ you know, everybody here probably is, you know, has redefined that word in terms of what is natural.  It depends on the situation, particularly for our deaf or hard of hearing kids.

So this is simply a place in the IFSP process to ensure that this conversation will occur.

>> ERIN SCHUWEILER:  And so the next one is our programming options, the natural environment.  I think Janet kind of already talked a little bit about really looking at what services does the child need, or the family need?  And where are those going to be provided?  And really exploring that.  That most of the time maybe it can be done in a natural environment, or in an environment, you know, at home or wherever, but there may be times that we are need to have an ASL sign language group or we may need to have some auditory verbal therapy so having the IFSP team consider that, and look at all those options that are available.

>> JANET DesGEORGES:  This is when I'm the most dizzying, mind‑numbing sentences we've wordsmithed for months so let's go through this a little bit.  List the qualified service providers on the IFSP team who have the expertise, experience, and training in assessing and working with children birth to three who are deaf/hard of hearing.  Specifically, explore those service providers with the expertise, experience, and training in the child's/family's chosen communication options, if known/decided.  Including appropriate certification.  How's that?

[ Applause ]

Isn't that great?  You guys are a sophisticated audience.  You know what this means.

The reason we worked so hard to think about why this is needed in the setting is the experience over and over again for a family to go in.  If you're lucky, you've gotten past the idea that you're not going to just get a generic early intervention provider but they're going to have expertise in deaf/hard of hearing.  Well, do they have, within that dynamic, do they have the expertise, experience and credentialing for families around a specific communication mode and method?

This has been a huge issue for us in Colorado in not just getting to yes, we have expertise, but are they really the right match for the family, in a phase of time where it's actually often a moving target, right?  Maybe a family will start out with kind of a propensity towards one thing and then as one thing or the emergence of their child's language and development they need to go off in a slightly different direction.

Luckily with the IFSP reviews that you could come whack to this and say, who we've got here now ‑‑ can come back and say who we've got here now was a good fit but now we need to have a discussion again about what direction our child and family is moving in.

So I like this one.  I always think of the dad who called and had started in on early intervention services, and he had been provided a speech therapist, and he said, I thought she was really good and last week, we started working with a speech therapist who has 20 years of experience working with deaf/hard of hearing kids.  Can I let the other one go?

And the problem for parents in the beginning is, we have no sense of, you know, who's really great and who isn't quite meeting our needs till we have some more life experience to say, okay, now I know what good services is but in the beginning if they're nice and they don't question why your laundry is piled up on your couch, they're great.  I love that service provider.  Really being able to go back and say this is the type of service with the expertise.

I think the whole, I can't remember why we put things in, including appropriate certification, is another ‑‑ I'd love to talk about the area of assessment too but I'll pass it back to Erin.

>> ERIN SCHUWEILER:  So number 6 is talking about in the community.  And I think sometimes this can be really important, talking about those community opportunities and activities in which the family would like to participate.  I think sometimes families don't know that they could participate in some of these activities.  And so for the IFSP team to really explore the possibility, you know.  Maybe that family wants to go to baby gym but they don't know how to make that happen or how to help their child get the most out of that baby gym experience.

So we want to explore, what are those activities that you want to do as a family, or you want your child to do?  And then we want to discuss the resources and supports necessary to provide full communication access in these community settings.  So how are we going to do that?  What as pa family do you need to do?  What supports do you need to make that happen?  Do we need to contact baby gym and talk to them about some ways they can help support the child.  So just really having the IFSP team explore all those community activities, things that parents might not have thought that maybe their child could participate in.

>> TERRI PATTERSON:  So taking a look at what the document looks like now in draft form, we hope that it will eventually kind of look more like the decision guide looks.  We know it's got a long way to go.  It's still at a 12th grade reading level now.  That will definitely as that one sentence kind of went on and on, and that's what CDC really is represented on this Steve Richardson is fabulous working with us and letting us know what we can and cannot do, and this document, once we kind of parse through it as a committee, then it goes back to the CDC, and the graphics kind of get moved around and the wording gets set and put back into a level.  At a 3rd grade level so a lot of that, how does that change what we mean?  There's a lot of go back and forth with the committee saying that's not what we mean.  When you simplify the language you're changing the meaning of the language so a lot of these things will look different and it's very cramped.  We look at this is a lot to put into those four pages so if we're going out there to try and drive discussion, what kind of questions do we need to put out there that are very parent‑friendly and very professional‑friendly to the point where we can sit down and talk about it? also how do you do these questions that aren't necessarily leading questions but as a parent, you don't know what you don't know.

So how do we put information in here that a parent can access this and pull it out at home off of the CDC website and go, I didn't know.  Assistive technology, what is that?

Or what are examples?  Or, you know, a mentor, or a peer, what are these pieces?  So at that point we hope that a parent goes, I didn't know that, and then they can start that discussion with the professional.  And on the flip side, the professional goes, I never touched on that with the parent.  We need to go through it.

So how do we make it so it's a usable piece of paper that someone can pull out and there's enough room they can scribble and do notes.  An electronic version that if you want to get on the computer in the middle of the night when your children are sleeping you can do that.  But how do you share it?  So really the challenge comes to the right us, how do we get something that's usable?  How do we get something that's providing that information, without putting words into anybody's mouth?  So that's where we are on this.  There will be a couple more months and the go between.  Right now we're lacking at expanding do we make it a 6 page, or an 8 page?  If we do that, is it too overwhelming.  How much information do we need and how much do we not need?

And like I say, that's where the input comes in for committee and really bringing you an input.  Hopefully at you're sitting here I really like that or you know what that left out?  So please contact, join us the committee.  Email any of us.  There's more information at the owned of the slides.  Do we want to take a few minutes to...

>> JANET DesGEORGES:  I'm going to take questions.  Thank you.  Yes?

>> When do you anticipate having the final copy out?  This is great, a great start, if that's what you call it, just a start.

>> JANET DesGEORGES:  Thank you, yeah.  It should be out within a month or something.  Do you think it's that close?

>> TERRI PATTERSON:  We're trying to get a push on it because it is time to start moving on and start getting, what else do we need out there?  But it really, the CDC is very good with getting things back and forth to the artists but when you do consider, that's got to come back to the committee and when we're meeting once a month, that discussion is vital in this piece it's not Janet and I sitting over the phone discussing, okay, we'll accept these changes and not that, because that doesn't bleed into the whole community and ‑‑

>> JANET DesGEORGES:  So we have a time line of within the month.  It should be a month to two, maybe.  I don't know if Steve is in here or not.

>> I know you were saying it needs to be decreased to more of a 3rd grade level, but you know, terms like assistive technology, FM, mentor, those terms, those will be terms they'll hear and they're going to need to know at some point.

>> JANET DesGEORGES:  That's right.

>> Have you ever considered just on the backside just doing a terms and definitions of 5 or 10?

>> JANET DesGEORGES:  Great point.  When we say we're going to have to tweak the grade reading level, we've had some really strong conversations that there's certain terminology we will not be changing exactly because of that.  We discussed the idea of adding definitions and terminology but most of the state resource guides for families birth to 3 have that so where information and resources exist, we've tried not to duplicate and that includes the IFSP basics like who will be at your meeting, all that.  You can just imagine it's an 80 page thing and to start coming back, we want to stay with the unique considerations.  We know this will have to be used in context with a lot of other information, resources and families but we aren't going to tweak that wordsmith number 5 to take away the meat of what we want to be able to use as a power.  We've got 5 minutes left.

Anybody else have questions or comments?

>> Will you say something about assessment?  Because it's a concern of mine that our kids are getting into groups of 3 programs and they're coming out at 3 years old and maybe they haven't made enough progress, maybe they haven't made any progress.  How can we build in so parents know ‑‑

>> JANET DesGEORGES:  The question was about assessments and how do families know what the ‑‑ where their child is at in the outcomes.  The thing that we really discussed and correct me if you think I'm wrong, is around in that number 5 of actually who's doing the assessments, what kind of assessments, and are they appropriate for deaf and hard of hearing kids?

So that's what we're hoping that this document will do.  And, you know, it's interesting, because when you talk in a group, particularly if you're sitting across from people, about proficiency people get defensive.  Yes I have my college degree out on the wall and you have to learn how to appropriately be able to talk about that be but legitimately so that you are ‑‑ so the area of assessments whether somebody comes in and does the wrong assessment where they don't know what they should be looking for.  This will segue nice into Leeanne's presentation in terms of looking at different kinds of goals and objectives when our kids are, quote, doing really well.

So some of the intricacies of that are offer discovered when you have the right people doing the right kinds of assessments.

>> ERIN SCHUWEILER:  I just want to add one more statement about the primary coaching model which I don't know how many have really heard of that.  Yeah, it's many states are starting to adopt the primary coaching model, and Kansas is one of those that has adopted it and has gone full force into it and I feel like this document really fits nicely in with that primary coaching model.

All of the statements and questions are really open‑ended and allows the family to really be engaged in the process.  And it also is looking at things like community settings and how are we going to get access to those so I wanted to put that plug in that for those in that primary coaching that this is a really nice document for that.

>> TERRI PATTERSON:  One thing to keep in mind too, so we're focusing on this document and how it evolved but keep in mind, the CDC EHDI website is chock full of different tools and videos and questions to ask your audiologist, questions to ask your pediatrician, all these things so please utilize that site.  Take advantage of the signs and everything that you can get there.  There's PR materials and it's all free.

So really it's there to be used.  Again, you know, if it's there, and it's being paid for.  We're paying for it.  Our tax dollars are going to it.  Utilize that stuff.  Take it home and share it with your people.

[ Laughter ]

And again, a plug, come join us.  Really, get on a call.  You don't have to be on a call every month.  Get on a call, maybe join us in three more months but please, give us some input, email us.  So thank you.

[ Applause ]

[ End of Session ]
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