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» CAPTIONER:  Standing by.

(Comment off mic.)

»:  Good morning everyone.  Hopefully, you are feeling bright‑eyed eyed and bushy tail.  I know I am trained to be on the third and fourth day of EHDI, you get a little worn out.  Is it the fourth the day?  Are we on the fourth day?  But anyway, who knows.

Vicki and I are going to talk about some of the work that we have done over the last eight months or so with a national needs assessment a pair we will tell you a little bit more about that in a minute.

So I always start with the first law of improvement because I work a lot with quality improvement a pair they first law being every system is perfectly designed to achieve exactly the result it gets.  So whenever we get frustrated or little discouraged, this quote always reminds me to take a look at what is going on because we really are designing to get the results we are getting.  So what can we do?  What changes can we make that will improve our system?  Okay.  So we have nothing to disclose other than the funding for this project is supported by the Family Leadership in Language and Learning Program and just a little bit about us.  My name is Alyson Ward, and I work at the national assessment ‑‑ like the longest name ever ‑‑ and we are NCHAM for short, and we do a lot of different activities.  Are primary role is serving as the national technical resource center for state, and territory EHDI programs and then we do a lot of other activities as well.

And then I will let Vicki introduce herself.  Us before hi everybody!  I am Vicki Hunting and I live in Iowa and I work full‑time for Hands & Voices, a parent led nonprofit organization that supports families who have kids who are deaf and hard of hearing without bias around communication modes or choices that families make.

We did get the award beginning April first of last year for the family leadership in language and learning and so I think we are ready to get started and I will let you jump in.

» ALYSON WARD:  So in terms of agenda, we are just going to give you an idea of the background and purpose of the needs assessment, talk a little bit about the methodology that we design before we started getting the surveys, and then we will really just move a little into the results and then open it up for discussion.  Certainly as Vicki and I have been trying to digest all of the data that has rolled in, there are things that have risen to the top for us, but since we are so close to it, we don't see everything and always we have like a perspective that everybody in the room has.  So we will open it up for discussion and see what your questions are and hopefully, we can answer them.  And if we can't, that is a great place for us to dig deeper once we go back.  So Vicki, do you want to do the background and purpose?  Okay.
» VICKI HUNTING:  Just a little bit about this.  The disclaimer is the first bullet.  If you are going to take notes, write down that bullet, and it will be good.  So we are not sharing the numbers only on the screen and that is because this is not final.  We stopped collecting data a couple of months ago and so now we are trying to digest it, try not to make too many judgments about what we see until we get all the way through it.  So our analysis is still in progress.

So this grant comes from the services administration, the Maternal and Child Health Bureau to Hands & Voices in the Family Leadership in Language and Learning.

The needs assessment was part of this from the beginning to find out what exactly we needed to know about what is happening in our system of care for families who have kids who are deaf and hard of hearing.  We contracted with NCHAM to do this, to lead this, and to implement this needs assessment.

Why did we do this?  We did it because we needed to get information about what is in the system and what is not.  We chose to do a needs assessment is that of an evaluation, and evaluation of outcomes, so we started looking at the kinds of things that we already knew.  We didn't want to ask questions that we already knew the answer to, so we spent a lot of time reading exit data and finding out what was out there.

It was important to find out what the target populations had to say about similar kinds of things about leadership and challenges in those areas, and we will talk about those a little bit farther.  And then the results of this is to take this information and use it for the FL3 to begin to develop resources or identify resources that are already out of them.  We are not going to be re‑creating the wheel.  There are a lot of stakeholders and our system of care who have lots of information about language and leadership and learning.

So we want to bring that forward and try to get some of this stuff in a common space.  And also to make sure that those populations that are underrepresented have a voice in this, and families from diverse backgrounds.  And that is where we started with this.

And so let's go on into digging deeper a little into the methodology.

» ALYSON WARD:  That is okay.  Language just naturally flows.  So we started with three overarching questions when we dug into where we really wanted to go with this.  So they first one is what types of support to families wish they had when their child was diagnosed?  And what was some of the optimal timing for those supports?  The second was what do family support organizations need from the family leadership and language learning program to better serve families?  And then they last question was what supports do EHDI programs need to ensure effective family engagement?

So we took those and kind of a with them.  The next thing, like Vicki mentioned the, we didn't want to ‑‑ you know we didn't want to have surveys that were like 50 pages long because nobody wants to take those, right?  So we want to make sure what is already out there?  We don't want to keep asking parents or EHDI Coordinators the same questions.

And so we created this outline of the population areas that we wanted to find out more information about what was existing to already answered those questions and then what we still need to know that did not already exist.

And so to get to those places of the information that did not already exist, we looked at creating surveys and focus group questions that would help us accomplish those or get those answers.

So we did have to go through ‑‑ so NCHAM is located at Utah State University in Logan, Utah, and we did have to go through the Utah state IRB or Institutional Review Board and that is to make sure that it is scientifically sound and no harm being done with any of the survey or focus group questions and make sure participation selection is equitable, and if there were any type of compensation that that piece was also reported.

So we ended up with again, the three focus groups.

One is adult caregivers ‑‑ typically the mother and Father, of the child who is deaf or hard of hearing and we did start with a population of 0 to 6 because we wanted to capture families that had been more into what we kind of C is the current EHDI system.

But we did eventually expand that a little bit in terms of once we decided to go a little bit into the social media route, you cannot really control for that.  But we did when we actually came back and looked at the data.  We actually kind of selected different age groups and we are doing some comparisons between those 0 to 6 and then 7 to 11 and then 12 to 18.

It has been interesting to look at that data because the EHDI system, as we hope it would, it has changed over the years.  We would not want to be the same as in 2000.

And then the second group is all of the coordinators of state, and territory EHDI programs, and those programs are funded directly from the maternal and child health Bureau to do all of the newborn hearing screenings and make sure those kiddos get into diagnosis and into early interventions.  We want to make sure we captured the EHDI Coordinator voice.

And then the last group is the family‑based group organizations and that can be really a wide variety.  In this last cycle we will talk a little bit more about it, but not get into depth.

But in the last grant cycle from the Maternal and Child Health Bureau, when they funded state EHDI programs, the EHDI programs intern had to fund 25 percent of the funding that had to go to a family support organization or family‑based organization, and we really targeted those groups.

And so we will talk a little bit more about that, but it is not necessarily ‑‑ it doesn't quite match up to the 59 EHDI programs because some states have more than one family‑based organization that they have given funding to.

So we wanted to make sure that we were capturing what family‑based organizations had in terms of resources and services and where the FL3 could be of use.

Okay, so this is kind of an overview of what we ended up getting.  So with the EHDI Coordinator group, we got survey results from 56 out of the 59 programs.  So a 95 percent response rate.  We felt like it should be 100 percent, but we just could not get responses back from those additional three.  And then we did have responses from four of the island coordinators, which was really helpful.  So they are not always territory so I kind of keep switching it to island, but that would be like Puerto Rico, Virgin Islands, Micronesia, Marshall island, and Palau and there are different ones that fit into that island category.

And then parents ‑‑ we ended up having ‑‑ we had a little bit over 1000 parent responses, but some of them are incomplete and so we had 1000 complete survey responses, and I was like 1000?  Really?  It was like straight up 1000?  We kept going back and it was like yes, it was really 1000.

So it was kind of bizarre.  It is good to question your data for sure but when you keep getting the same answer over and over, then you kind of start to go a little crazy.

And from that we had 23 island parents that responded to the survey and then we had previous research from NCHAM with a snapshot study that Diane Behl led.  We had 67 families that we tagged onto and were able to get responses from those families as well.  So we were really happy with the number of parents that we got to respond, and a will tell you a little bit more how the survey to the parents like spread like wildfire.

It was kind of like overwhelming and Vicki and I kept texting each other back and forth ‑‑ we are at like 125!  We are at 280!  It is just like bing, bing and we were pretty excited!  And then with the family‑based organizations we had 41 out of the 59 ‑‑ I should not say states ‑‑ 41 out of the 59 programs that responded and that really included to be 58 organization so again, some states have more than one organization represented.  I will say that this was at the heart population to get the surveys returned, which was really surprising.  But we tried phone calls, e‑mails, texting, and then finally, we are like we have got to cut the cord.  We cannot be gathering data forever.  So we said this is where we ended up here.

And then recruiting participants ‑‑ 

» VICKI HUNTING:  A comment about the 48 ‑‑ 41 ‑‑ go back one slide ‑‑ so the 41 of 59 programs, but it equated to 48 organizations because some states, and islands have more than one designated family‑based organization.  So that is why that number looks a little wonky.

» ALYSON WARD:  Doesn't Texas have like four?  Maybe it wasn't Texas.

(Overlapping speakers)

» ALYSON WARD:  How can you keep track of four?  That is a lot!  So then going to the participants ‑‑ as I mentioned we had a subset through an existing pool and that was the snapshot parents and then the rest ‑‑ and those were contacted either through e‑mail or texting that.  It was kind of interesting.  We did some PDSA and seen if the texting parents was helpful and looking at like how quickly they responded after they receive text versus e‑mail, and I am a fan of texting, and I kind of went in a little bit biased.  And it did bump up, not significantly after they received the text, but enough that it made the texting worth it as a mechanism of trying to reach those families.  And it was really interesting to try to figure out how texting works from the University.  That was an interesting challenge.

And then are second group of parents really was through Facebook or Twitter.  And what we did in terms of recruiting parents that way is we sent the Facebook message or the Facebook post to all of the family‑based organizations, the EHDI program, and it just spread super, super fast and Vicki will tell you a little bit more about that in a minute.  And then I did not have this on here ‑‑ and I don't know why ‑‑ but we did have all of the islands that responded that paper surveys were going to be the best mode of response from their parents.

So we did send a paper surveys to all of the islands.  And we got quite a few back, especially from Puerto Rico, which I was surprised because of all of the hurricanes and all of that stuff.  But we did get quite a few back from Puerto Rico.  And then EHDI Coordinators ‑‑ it was all e‑mail and phone calls and ‑‑ I forgot ‑‑ I will backtrack ‑‑ we did focus groups with all of the different target populations.

And then EHDI Coordinators, we did e‑mails and phone calls and then focus groups at the end.  End of the family‑based organizations, again, e‑mails and phone calls.

We did try texting, but that did not work so well because typically, it was an office number, which I think makes sense.  And then focus groups, again, randomly selected from the organization list.

So in terms of data collection we tried to follow the Dillman survey design and not asking too many questions and only asking one question, or one item per question.  So it was not like the "and" because you then start to not know what you are answering.

And again, we did those varied modes of trying to contact a variety of ways.

We followed a contact timeline.  So I felt like a pest ‑‑ we sent out multiple Facebook posts and multiple e‑mails and text, and I think we were kind of capping out around six to eight contacts per target population.

But the ones we were doing through the e‑mail, we were only recontacting those that had not previously responded.  So if you had already filled it out, you could kind of ‑‑ you know you would not get additional e‑mails because that is annoying.

And then we collected data through Red Cap, which is a HIPAA compliant group and Red Cap is with texting, and we will move into the results and Vicki will move into the parent group.

» VICKI HUNTING:  So let's jump right in.  So there is a lot of words on the sly.  We do not normally like to put a lot of words, but this is the highlights of the questions that were on the survey.  We ask about demographics, and we ask about how involved they were in their states newborn hearing screening program or family support organization.  We talked about these types of supports that they received from those organizations and to provide those supports.  We talked about their confidence and the ability to access information around milestone, developmental milestones for their children, around language and literacy and socially and development.

We talked about challenges and we asked them about challenges, and barriers becoming a family leader.  We are interested in what is holding that up to see if there were things we could do to assist that.

What are the resources that you got in wished you had?  We are probably not going to spend a lot of time on number 7 because that was a lot of free‑form, and we have collated all of that.  Collating 1000 free‑form responses takes a lot of time.  And then we asked them about their barriers to participating in family activities.  And that we asked them about the deaf role models, deaf mentor guides, whatever terminologies they use to describe contact with a deaf adult, and we also talked about did you meet with them and how helpful were they?

And so the survey ‑‑ just a little bit more about the survey ‑‑ it was piloted.  Typically, when we develop the survey, we looked through the exit data, and we talk to a lot of people do find out what they thought was needed and then we created a survey and then we piloted it.

Most of them had a few minor tweaks and for the parent when we did adjust how we asked them about the social, emotional, and language and literacy and because the first round ‑‑ we felt like our question was sort of geared up to how competent there in finding those and we did not want to know that they were good Googlers as we re‑ask how we did that question.  And we did five focus groups.  In the 1000 parents, we had 250 parents give us their contact information, and we ask them if they were interested in participating in future surveys, and stuff and would they give that?  And so that is how we found parents for this general parent group.  We sent e‑mails to these 250.  That is one of the ways to get them to sign up.

So we had one, each for families who were dead plus, and one for the Spanish and Latino, and one forefathers.  And I have to tell you; we hear a lot about the fathers are not involved and we need to do more to get fathers involved and I think that is true but the response to the father's focus group was overwhelming.  We did it over Zoom and we were not sure how that would work with the delay.  We had interpreters provided we needed but the dads were just ‑‑ they were gung ho and there were 12 of them.  And it was really hard.  We had way too many questions.  You can imagine.  And the questions for the focus group were derived from the survey.  We said what do we want to dig in deeper to?  And that is how we did the questions for the focus group.

And so having 12 people trying to respond only in 60 minutes because we limited it to an hour.  So what the dads did ‑‑ as a dad was talking, the other dads were typing in the comment section and at that started ‑‑ I mean it was just rolling.  It was awesome!  We were kind of doing a happy dance after that.  But they really embraced the technology.  We had a few slides up and then we pulled the slides down, so we could all see each other.  But anyway it was awesome!  The families were compensated for their time for that hour and everyone signed an informed.  It was as a result of the IRB, the Internal Review Board for Utah State University and that is really important to make sure that as people shared their situation that we are not sharing that information back to others so that it is identified.  And then everything ‑‑ those were all recorded ‑‑ and the transcripts were summarized.

So the quote on the bottom is actually from a dad.  And there was some ah‑ha moments.  The data said we always get information secondhand, and we would like to have our e‑mail address on there too so we get the e‑mail and the information at the same time that our spouse does.  And we are like wow!  That is easy enough!  And so we need to collect those and that is something we can do.

So this is the number of respondents by state.  The darker color are they states that had the most respondents.  Colorado, Minnesota, Illinois, Ohio, and Texas.  So I just want to give a map to see ‑‑ the lightest color ‑‑ the white, there were not many, or none at all.  You can kinda see what the distribution was per slide.  Just a little bit about the demographics of the 1000 parents.  And what I did not tell you ‑‑ when the distribution point of this which was so exciting ‑‑ we sent it to the family, the designated family‑based organizations that we knew about and some of those included Hands & Voices.  Some of them included PTI, F2F, and family boy, and within 24 hours of that being put out on social media, 10,000 people saw it on Facebook.  And I use "saw" ‑‑ it appears in a feed.  It was shared 150 times and 600 parents took the survey in 24 hours.  So we were just blown away.  Like we were texting!  And so any this was the demographics of those who took the survey.  As you would suspect, mothers were the ones that took the survey the most but maybe that is because we didn't have ‑‑ the dads were not on Facebook ‑‑ or the dads; we did not have e‑mail addresses for them.  So something to think about in your states.  How do you contact the dads?  Primary language was 88 percent.  6 percent identified as ASL was the main language spoken in the home.  And then the other were various other languages.  Spanish, some French, some Chinese.  And then the age of the children ‑‑ so about 48 percent of them were age 0 to 6.  And we thought about doing just 0 to 6, but we kind of wanted to do some analysis about ages to see if the older kids, what some of these questions look like for the older kids compared to the younger kids.  And to see what that might tell us.

So this question here had to do ‑‑ the question was about the parents and their involvement, how involved are you with your EHDI or your newborn hearing screening program compared to a family‑based organization, whatever that may be?  You know 18 percent did not know about it.  It was interesting that they did not know about it, but then some of ‑‑ you know they participate in their activities and they follow them on social media ‑‑ so that was a little interesting to try to see what else that tells us.

The not involved but would like to be; so thinking about how we capture those folks, those parents who want to be involved in their systems and how to get them involved.  And they we had a good bit of who were already serving in the capacity as a parent leader, or a family leader.

So this is a pretty busy slide and I don't know how it looks in the back of the room, but this one ‑‑ the question was about what kinds of supports did you receive in your system, around that?  So the biggest ones were support connected to early intervention.  That is good that they are getting connected to early intervention.  And connected to parent support; I was glad to see that that was a high one as well.

Some of the lower ones ‑‑ training ‑‑ referral ‑‑ parent‑to‑parent support at 24 percent.  Maybe they are not getting referred to parent‑to‑parent support, but they are participating in activities.  So that is good.

Information on communication options.  The families are receiving that kind of support and then they are receiving information about supports in their community.

So this next question had to do with the resources that taught you how to do certain things.  And there is some more detail around this.  This is really high level.  And so some of these are getting into that language and literacy and social, emotional.  So the largest ones; they are getting information about their legal rights.  Maybe that had to do with the IEP's or 504, whatever.  We don't know exactly what the legal rights were, but they are getting information about that.  They are getting information about every activity to help them learn language.  Social, emotional development.  The families are receiving information about that and language milestones.  So the next slide we are going to look at is who provided the supports.  And so it will be interesting to look at these kind of things that we are getting and compared to who is providing them.  You know is their physician ‑‑ who is providing information about language milestones?  Are they getting that from the audiologist or whatever?  We will look at that in a minute.

So this is just a snippet of the data around starting to look into the information that parents know and are receiving around language and social, emotional development.  So here's is the one who provided these.  The support resources.  
These are the top five that their information is coming from.  Audiologist, early intervention, the school.  I guess I am not surprised about that.  I guess I was surprised that the physician did not fall higher in that, but it didn't.  So the audiologist, and early interventionists are playing a huge role in the service and support being provided to our families.  And, of course, website and social media is going to bubble up there in the top.  And then information from the family support organizations.  So what does this tell us?  Information comes to families in many different ways.  And it can vary slightly by age and we were kind of looking at some of this broken down by age.

And then helping us to look into accuracy and timely information.  So this question; we were curious about ‑‑ actually this question ‑‑ there are lots of surveys out there and information out there about being offered and one of the things we need to do is go back and look at some of that data and see what we discovered compares to that.

So the question was where you offered access to eight deaf or hard of hearing mentor or role guide and 76 percent were not offered, but 24 percent did and of those 24 percent, 74 percent of them did meet with that.  And so there are some things that we need to look at in there.  Why were they not offered?  And we do have a couple of insights in two the 76 percent, but there are things we can do to help family‑based organizations and EHDI programs, understand how we get connected with some of these.  And because some of the new round of funding, EHDI programs are more informed and now about the types of deaf adults and individuals who are available to them.

Was it offered to you?  Yes.  And what was most helpful when you did meet?  These might be kind of hard to read, some of it.  But the largest one is they showed me what my child could achieve.  You know in the early diagnosis, you know and when our child was first diagnosed, my questions were pretty simple.  Is she going to have friends?  Is she going to go to school?  Can she drive a car?  Can she get married?  You know in hindsight of course, but in early days, those questions are going to come up.  And so shared information on deaf culture.  That is what we needed them to do.  Because as a hearing parent, myself as a hearing parent ‑‑ that is what I am ‑‑ as a hearing person, I don't have that lived experience of that background.  And they provide confidence in choosing language options.  They have experience in doing that.

Advice on how to communicate in different situations; you know when we were first diagnosed, I had never met a deaf individual who used sign language.  I was a little nervous about that.  How do I approach them?  Cannot talk to them?  I don't know how to talk to them?  And a having someone to help us understand and model how that works and the ease of that is really helpful.  And then help my child with interactions and information on how my child can advocate for themselves.  And so this was the question ‑‑ or you offered?  Yes, we were offered, but no, we did not meet.  Why didn't you?  So there are a couple of things we want to dig into a little further about we did not meet.

It did not meet are needs at the time.  So I don't know.  Is there something in there about where they offered the minute they got the diagnosis, and it wasn't offered again?  So maybe it is something about offering it multiple times.

It did not meet are needs at the time, or we already had deaf or hard of hearing role models in our community, and so that was nice to know that families ‑‑ they did not request it because they already were plugged into that community.

Deaf adults use a different type of communication than we chose, 6 percent.

And then we were not provided enough information.  That was interesting too because there were kind of two areas.  One, we were not provided information about the opportunity, but, on the other hand, we were not provided information to help us understand why that was important.  And so that is another piece to that, that we will look at.  So we kind of combined those together.  And it did not have time ‑‑ I think that comes up and a lot of things we are talking about with parent involvement.  So now I will turn it over to Alyson for the EHDI Coordinator information.

» ALYSON WARD:  You just took up all the time.  All right.  But that is okay.  Because that is actually the biggest piece of our presentation.  So just thinking of some of the questions that we ask the EHDI Coordinators.  Some of the questions we have a to already, but what extent are you and plummeting activities to support families?  Do you have a resource guide?  What activities do family leaders perform in your state EHDI programs?  How do family leaders participate in quality improvement or evaluation?  To what extent are you maintaining strategies to enhance or maintain strong family leaders?  What challenges do you face and getting family leaders active in your EHDI system?  Do you plan on evaluating the effectiveness of the contracted family support organization?  What are some of the challenges, and concerns you have with that contract a relationship?  And then what resources or support would you like from the family leadership in language and learning and how would you like to receive them?

Be slides always look really nice when there on a small screen.  Anyway in terms of what support our EHDI programs providing to families?  We did a scale of in‑place, working well, which is the green bar.

The second one is in place and needs improvement, which is kind of ‑‑ I will call it burnt umber.  Does that work?  ‑‑ and the kind of just dirty yellow one is plan in place to develop, and the light blue is not in‑place, and the tiny dark blue is I don't know.

Certainly it is interesting.  We have had conversation.  When we talked with the FL3 staff, they will say I am really surprised it is that high.  And I am like it is 37 percent.  That means that there is a lot a people that are not doing it.  So we were kind of looking at the glass half empty, half full kind of thing and looking at areas of improvement.  And when we see the burnt umber color and the mustard orange color, that is where our opportunities for improvement lie.  And that is a large chunk of the EHDI programs that we want to make sure are able to beef up their information to families and multiple languages, and providing that family‑to‑family support, connecting the services, and then really trying to meet the communication needs of the family.

So in terms of the ways families partner and quality improvement and evaluation ‑‑ this has been interesting.  So in the last several years, the Maternal and Child Health Bureau have really required, or I am going to say required, but EHDI programs to incorporate families and some of the actual programmatic activities of the EHDI programs.

And one of them is putting together and helping them with the grant development, helping them with what the evaluation is going to look like, and what the continuous quality improvement really looks like.

And it has been interesting and challenging for a lot of programs to really incorporate families to that level because I think some of them are really use to it and some of them, it is kind of a new take on having a different voice in the room.

So looking at it, we had about 70 percent that said they had family members participating in quality improvement teams and that does not necessarily mean the level of how much input or how much sway the family has in there, but at least there on the team, at least at this point.

71 percent are providing input on family satisfaction.  We will talk a little bit more about that when we talk about the family‑based organizations.

45 percent help collect data.  48 percent help interpret findings of the data.  And then 41 percent participate in grant applications.

So some of them are little surprising, and some of them are kind of what we expected.  So this is really again, a good opportunity for improvement.

And then one of the questions was what are your strategies to enhance family leadership?  And so we ask about communication diversity, if families are financially supported, procedures to recruit families, if your family leaders represent the diversity in your state, and if you are offering any type of leadership training either as part of your EHDI program within state opportunities, or something like offering to help them get to the EHDI meeting.

So again, we use the same measurements of the in‑place, working well, in‑place and needs improvement, not in‑place, and they don't know.

So again, you can see there is a huge chunk with that burnt umber color and they mustard yellow in each of the different categories and certainly when we put the full report of this needs assessment, this type of data will be fully available to everyone.

So the top five activities that family leaders participate in EHDI; these are probably not surprising.  So as a parent representative on an advisory committee.  The advisory committee again is the required pieces from the Maternal and Child Health Bureau that all the states need to have a parent representative on their advisory committee.  It doesn't talk about the quality of the parent, the quality of the opportunity to participate, etc.  
It is just saying that the parent has to be on that, a parent name, or a parent voice and he be represented on the advisory committee.

The second one was participate in decision‑making about EHDI goals, which we were really happy to see that.  The family leaders provide family‑to‑family connection and again another really good way to utilize family leaders.

Connecting families to statewide deaf or hard of hearing resources, another really good use for family leaders.

And in the fifth one was assistance in navigating the EHDI system.

So family leaders helping other families get into diagnostics or early intervention or connected to a family support organization in the state.

So I want to give just a little bit of a background between ‑‑ I know I mentioned this a little bit before, so I will not dig too deep into it by the little bit of the background between EHDI programs, and family‑based organizations.

So these relationships have really evolved over the years to where it was kind of just surfaced.  We think these family organizations exist, but we really don't work with them a lot, to now where they are really required to provide some funding, etc. 

So in 2005 EHDI programs in current were started to be encouraged to engage families.  So that was really not that long ago, right?  I mean 2005 ‑‑ and then it moved into involvement of families and maternal and child health funded learning collaborative's.  So those were quality improvement collaboratives, and those ran from 2006 to 2013.

When I started my job at NCHAM five years ago doing quality improvement work, when I survey the different states on if those families that were originally involved in the learning collaboratives, there was only about 40 percent of those families that were still involved in the EHDI system so that was really a sustained effort.  And so we wanted to kind of pedal back a little bit and kind of regroup and figure out okay, we need to do something that is sustainable, not just this kind of one‑and‑done family engagement.

And then the next iteration was the requirement to involve families in advisory committees, quality improvement teams, and now where we are at is learning communities.  And this has been kind up on and off to varying degrees for the next several years.

And then lastly, as I mentioned before in the 2017 grant cycle, EHDI programs are now required to provide 25 percent.  So that is a huge huge change and came with some resistance as you can imagine because 25 percent is a lot just when you are used to funding positions within your program, or things like that.  I mean there were a lot of EHDI programs that either had to reduce staff time and some of them even lost a staff member because they just didn't have enough capacity to kind of bolster that funding difference within their health department.

So here are some of the questions we ask around the collaboration between the programs and the family‑based organizations.  So one of the questions was do you plan to evaluate the effectiveness or impact of your family‑based organization?  34 said yes, we have outcomes and measures developed to measure that effectiveness.

38 percent said partially, we have started planning, but not complete.

7 percent said no, we are not sure how we will evaluate, but we have our internal staff who are ready to do this or quick to do it.

And 21 percent said no, we are not sure how we will fully evaluate this, and we need help.

And I will just tell you as I have met with several states, state EHDI programs, the EHDI meetings, when I try to meet with the technical assistance to this has been one of the major questions.  We want to work with them.  We want to make sure that what we are doing it really is making a difference to families and really feeds back into the overall goals of our EHDI program.  And it is kind of in fortunate.  We did not meet at the very, very beginning, but it has taken some time to understand what the family‑based organizations are going to be doing and how the collaboration is going to work.

I think that was the same slide ‑‑ sorry about that.  And then we did want to make sure that we captured what some of the challenges were and, again, that is really good for the FL3 and NCHAM to know about where there is a little bit of disconnect and just a little bit of tugging that is going on.

Some of the things that that he EHDI coordinator said is that they don't feel like some of the family support organizations have the infrastructure to the fulfill some of the tasks.

Things like budgeting, reporting, insurance, and I know that is a lot and that was a lot of where the concern initially arose from and some of the things that the family support organizations are trying to address.  And I know that the FL3 is trying to bolster that.  Lack of professional skills was another one and they did not know if they had the outreach capabilities, if they had the content expertise and there was a lot of unknowns there.

Another concern was limited staffing, and availability.  And jeopardizing staff at the EHDI program like I mentioned before was a big concern.

And what does sustainability look like?  Is the 25 percent going to be going out for this grant cycle?  Or should we be anticipating that for the next grant cycle?  And up from now moving forward?

There is unknowns and when there is that unknown, it creates a little bit of tension and anxiety.

So some of the things that they requested support from, providing opportunities and working on family leadership efforts, again, helping to create an evaluation plan for the family‑based organization and helping them train on budgeting and service provision, work plans,, etc. and providing quality leadership trainings for the family‑based organizations and help providing balance, and communication information and then helping to develop deaf mentor curriculum and training.

So the EHDI Coordinator focus groups like a million years ago ‑‑ so we had to EHDI Coordinator focus groups and we tried to do the a.m., and p.m. to accommodate for the time zone changes.  We had 12 attendees at each of the focus groups and, again, the same thing that Vicki said ‑‑ we did it on Zoom for an hour.  We did not compensate them for their time and most of them said they would not be able to take payment anyway because it is considered part of their job.  It is built into some of their things with their grant.  Some quick quotes.

Some coordinator said more awareness out there for the families and their voice is needed and respected.  That is something that was important to them.

And, and I really like this one ‑‑ one of the Coordinator said I think that parents sometimes feel that providers are supposed to be the experts and then providers don't want to overwhelm parents, and so information ends up getting lost and trying to respect and not overwhelm.  And so it is kind of an interesting cycle that happens.

And so I think we are kind of getting low.  We are getting really low.  And I am hoping that you guys have a lot of questions.  We will talk about the family‑based organization, maybe be just one of the highlights?  Look how flexible we are.

» VICKI HUNTING:  We want you to be able to ask questions.

» ALYSON WARD:  Okay.  So this is the simplified survey.  We talked about experience working with deaf or hard of hearing, what your responsibilities are, their confidence, the kinds of outreach, how they are aligned, how their organization and their objectives are in line with their EHDI program, the data that they are reporting to their programs, how involved they are in the development of the contract, challenges, and resources.

So let's look at this a little bit.  So this is a family‑based organizations, they are responding to what their current responsibilities are with EHDI.  And so some of the largest ones, 73 percent is delivering training.  They are involved in direct support to the parents.  The family representative; they are the family representative on projects, 73 percent.

They participate on Advisory Board, 73 percent.

And the delivery training, the participation of the family reps were like 73 percent.  And really is it 73 percent?  It is.  And sometimes like you said with 1000, you know these are some of the things.  Some of the other ones ‑‑ conducting needs assessment, 21 percent.

The other responses for this question ‑‑ some of the items they said is that they are developing EHDI related materials and trainings for families and professionals.  They provide trained parents to share stories, maintain relationships with screening hospitals.

The next question has to do with outreach on the behalf of EHDI.  What kinds of things they are doing.  You know they are helping get families into early intervention, getting them to diagnosis, connecting to family support and referring to community resources and connecting to deaf or hard of hearing adults.

So this one is a little harder.  So this is do you receive director referrals from EHDI?  So is the family‑based organization getting the names and contact information for the families that they need to follow up with?  While 44 percent said yes, there is still 31 percent that are not.  So think about how you are supposed to provide follow‑up to families if you don't know who they are.

And so thinking about and thinking through how we work through that.  The other 19 percent, some of those comments are you know we are going to do this once we get our contact assigned.  They are working to get accomplished to get this accomplished.  They are only contacting those parents who choose to be.  So it is an opt in instead of an opt out.  And then we receive direct referrals from audiologist and a majority from early intervention.  So they are getting them from another area, not necessarily the EHDI program.

So this next one has to do with what the data, what kind of data were they submitting to their EHDI program based on the work that they are doing in the family‑based org?  71 percent programmatic data, 52 percent ‑‑ they are counting the numbers ‑‑ how many satisfaction data ‑‑ pre‑and post data like for training.  And then the other ‑‑ sorry ‑‑ I thought I had the other comments.

So there is some nuggets to pull out of that one as well.  The status of the contract; you know 79 percent have a contract that is fully executed.  So there are some challenges here in that some received just the lump sum.  Here is all your money.  Go do what you said you are going to do and that is it.  Some of them; the challenges come where the reimbursement is received.  It is an invoice and so that brought up some challenges around cash flow within the family‑based organizations.  And there was still 4 percent that have not executed.

And so some of the challenges that family‑based org reports with the EHDI program is unclear high expectations like we just talked about getting the contact information.

Understanding legal issues and insurance are and I think that mostly has to do with most of the EHDI funding that goes to the Department of Ed, universities, that sort of thing, and so it is just to do a contract within the 501(C)(3) carries with it a lot of requirements and complexity and head scratching sometimes.

Kind of support requested.  They won't materials in language other than English.

Let's move on ‑‑ we had two focus groups with them.  One on‑site last year with Hands & Voices.  We did with other non‑hands & Voices family‑based organization via Zoom and, again, transcripts are being transcribed.  One of those said I feel supported and we have a good working relationship with the EHDI Coordinator and they are collaborating on working with ways to increase referrals.

So this is the Q&A part.  Do we want to pull these up ‑‑ I can be Vanna if you want? 

» VICKI HUNTING:  One second.

» ALYSON WARD:  Let's see.  I mean I know we have done a lot of data dump on you guys right now.  So are there any questions?  Any kind of curiosities that bubbled up for you during our discussion?

» VICKI HUNTING:  And I will ask you to use the microphone; otherwise, the captioning cannot caption.

» GUEST:  Thank you for summarizing the results for us.  I have a two‑part question.  The first part is about the demographics.  Did you ask about the degree of hearing loss or whether it is in one ear or two ears?

» VICKI HUNTING:  We did not.  I know when a snapshot did their survey, they did.  We felt like ‑‑ you can speak to this part if you like ‑‑ but we felt like that was not ‑‑ in trying to reduce the number of questions we were asking parents, that was not really information that the FL3 felt they needed to better support families because they want to support all families regardless of what their degree of hearing loss is.

» GUEST:  The second part depended on that.  I was just wondering about the question that you asked where you offered deaf mentors, and if you had that information, if you could look at the subgroups groups of kids who were either severe hearing loss or deaf, profoundly deaf, if that would have moved up the percentage.  That is one thing to look at.  Thank you.

» ALYSON WARD:  Thank you.

» VICKI HUNTING:  Thank you.  And I would like to make a shout out to Diane Behl.  Raise your hand.  She has been working really hard on that with us too.  We have five minutes left.  I will start back here.

» GUEST:  Thank you.  Understanding that this is just rolling out, the announcements and what, what are the plans for disseminating this information?  Will it be in a report?  Published?  How will this get out?

» ALYSON WARD:  Thank you for asking that.  Yes, there will be a report.  The Vicki he and I are working on it, and Diane is working on it as well.  And then the FL3 is going to take it and then I am going to let Vicki speak to what they are planning on doing with the report.

» GUEST:  All right.  Are there any plans in the future to open up the data set once you come to add?

» ALYSON WARD:  I will let Vicki answer that as well.

» VICKI HUNTING:  Thank you for that.  The report will be distributed from Hands & Voices in the spring of 2018.  As far as sharing the data set, that is a really good question.  I think we are going to have to ponder that.  We have to go back to the IRB and talk about the informed consent to see how we do that and how much because we have to protect the confidentiality of those that participated.

» ALYSON WARD:  That is particularly true when they have identified the state they live in and where there are some states that there are like five parents that responded.  We want to be careful.  If it is just going to be aggregate data or state specific, etc. 

» GUEST:  Hi, Alyson.  This is Ralph from Illinois.  These are three methodology questions.  If I follow that correctly, there are surveys and in focus groups to maybe help you understand and greater depth with the survey results said?

» ALYSON WARD:  Yes.  So we did two groups that way.  So both the parents and the coordinators.  We did the survey's first then the focus group second.  And there we flipped that for the family‑based organizations where we held the focus groups first to.  And partially there were new organizations.  We did not have as good of a field with the right questions to ask and so we started with the focus groups and then create a question.

» GUEST:  Okay.  Thank you.  And can you talk a little bit about how you constructed the pie charts?  Because it looked like there were 73 percent slices that were only like 20 percent.

» ALYSON WARD:  You know I would like to say that the PowerPoint pie charts are kind of a pain and so on the final report, they will not be constructed in PowerPoint.  So the fellow that is helping us with some of like the really deep data stuff, he did not have an opportunity to create better charts.  But for this presentation ‑‑ 

» GUEST:  My third question was in response to the parent survey.  I will preface this by saying I have recently been looking into Illinois respondents to the national survey of children's help.  We ended up with a relatively small sample in Illinois in which Hispanic and African‑American families were underrepresented.  It looks like maybe you have the same challenge here in the family response.  What about that?

» ALYSON WARD:  That is a great question.  As Vicki and I were really working on some of the methodology about really trying to get that voice of the underserved families or underrepresented families, it is a hard one.  You are putting out a survey.  We had the snapshot group and we had some diversity, and it, but not a lot.  And then when we put it out to social media, it is all self‑selection.  And so it is like those underrepresented family are those hard to, and we can definitely go door‑to‑door and do other things like that, but you have to think about the feasibility of doing that.  You are spot on and the families that are spot on or off and the families that keep on responding.

» VICKI HUNTING:  And I think another comment was having the focus group for just the Spanish and Latino families.  As we dig into the transcript there might be some more that we can pull out of that because that was a very small group.  It was 12 or 13 individuals.  But there was something else ‑‑ okay.  About the pies.  Some of those questions, they could choose more than one answer and that made that a little tricky.  There was something else, but I cannot remember.  Who else?  We have two minutes.

» GUEST:  Just a quick one.  I understand you are looking to release your report by spring 2018.  Since we are going to be looking for that, I know you don't have your slides posted onto here ‑‑ is there any possibility we can get a copy of these at all?  I will take the pie chart as is.

(Laughter)

» VICKI HUNTING:  The answer is no.

» ALYSON WARD:  We are still ‑‑ and even some things we might have said today might have been just a little leading.  We are looking at it as a service.  We have not dug into it.  And so the slides that will be posted are everything, but the charts and the numbers.  Was there one more question back here?  Diane?

» VICKI HUNTING:  Diane, you cannot ask questions.

» ALYSON WARD:  You have to know the answers.

» DIANE BEHL:  I think a question to my colleagues ‑‑ one of the things I am wondering about is at the possibility of state teams looking at our surveys, our focus groups that we developed and asking themselves would you like to replicate the use of those in your own state?  For example, when you know that there is families that you want to do stronger outreach with, would you look at us giving you the focus group questions and using those on yours?  That is just another idea.

» ALYSON WARD:  And the surveys.  We are happy to give you the surveys.  Anything else before we wrap up?  We will be here for a few minutes if you have particular questions.  Thank you, so much for coming in.  We appreciate your questions and have a good conference for the rest of the time.  Thank you.

» VICKI HUNTING:  Thank you, everyone.

(Applause)
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