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NOTE FROM CAPTIONER:  
(Standing by). 
(Standing by).
(Standing by).
Yes, I can hear you.  Thanks!

That sounds really far away.

Oh, okay.  

Great! Thanks! Thank you, TJ.

Wow, you sound really loud!

I will.  Thanks!
(Standing by).
(Standing by).
(Standing by).
NOTE FROM CAPTIONER:  Everything sounds good.  Thanks! I will stand by.
(Standing by).  

Check, check, check 1, 2.

Yes, I can hear you.

All right.  Thanks!
>>  Check, check, check.


>>  Check, check, check, 12, 12.  Test, test, test.  Test, test.
>>  Check, check.  Okay.  That should be fine.
>>  Testing, here we go.  Testing.  

We are glad everybody is coming in.  You can find your place.  I love the color red.

Good?  Okay.
>>  Testing, testing.  Do you need me to talk?  Okay.  How is it sounding?
(Laughter).
Okay.
>>  Sounds great.
>>  Okay.  Wonderful.
>>  We will start in about 3 minutes.
(Standing by).
>>  Good afternoon.  We are going to go ahead and get started.  We are really happy to be here.  And as Stephanie pointed out yesterday in her presentation, we learned in her presentation workshop you are not supposed to say that because the alternative is, yeah, we are not happy to be here.  We are very happy to.  I'm Janet DesGeorges, from Hands & Voices.  Supporting families without bias.  This actual title is actually one of our training, one of our ‑‑ within the components of our training program, both for our chapter, board development, as well as our Guide‑By‑Your‑Side program.  I see people who have actually presented this topic within our organization.  Not only do we have this conversation as an organization, but most of our parent leaders within the organization can also come in and talk about this.

As we were talking about ‑‑ there is somebody else's voice coming through the microphone.
>>  Did you have it like right there?
>>  Anybody who knows me knows that I like to talk with my hands.  This should be interesting.
>>  Hi.  Can you hear me?
>>  Okay.  Again, audiologist with the EHDI program in Tennessee.
>>  Can the room monitor ‑‑
>> ‑‑ With me as well.  I am Susie, who is the Deaf Education consultant.
>>  For those of you who weren't really sure whether you wanted to be here or not, now you are going to hear another presentation.  I'm sorry.  There is somebody else's voice coming through the microphone.  So we will wait a minute until we can get that taken care of.  Do you want me to try to go ahead and keep going?  And then hopefully it will ‑‑ okay.  Let's see.  Let me see if I can focus here.  I don't know if I'm going to be able to do this.

Sorry.  Come on in.  We are having some difficulties.  Some technical difficulties with someone else's sound coming through our microphone.
>>  No, because it is connected to the captioning.  So it has to go through the microphone.
NOTE FROM CAPTIONER:  I am hearing 2 audios.
>>  I'm going to try to keep going.  So supporting families without bias is a training that we do at Hands & Voices.  We were thinking about as an organization coming to the conference we were ‑‑ we decided to ‑‑ we were talking about maybe we should do that presentation in here.  And instead of doing that, we decided why don't we do it as a panel discussion.  So a lot of the elements of how we train within our organization about this concept of supporting families without bias is what you will see here in the panel discussion.  And, in fact, we have had this training for a very long time.  A few years ago, not only did we create this training, but another training called supporting families without bias 2, which is really about how we support families organizationally.  

But first, before we get started, I just want to acknowledge that here today in the audience that sometimes certain types of terminology can be a trigger.  And so trust me, here at Hands & Voices for the last 18 years of our existence often people when they see our mission statement or see the delivery of content like this one, you start with the conversation about, you know, really there is ‑‑ I have a problem with the word unbiased.  There is really ‑‑ you know, you can't really be unbiased.  So actually, we are going to address that today.  In some ways we are taking conversations that we often hear out in the hallways and we thought let's just go ahead and bring it right up on stage.  So today we want to talk about how we do it at Hands & Voices, what we mean when we say and talk about supporting families without bias, and whether we are effective and can actually do it.

So we welcome you to this presentation.  Words like neutrality, balance, things like that.  So I wanted to start, I'm just going to make a few foundational comments today before we open the discussion to the panelists, but this is a quote that was above my desk for quite a while, and I'm going to read it out loud to you.  It says,  "Be present.  Are you listening?  Paying attention?  Stay focused.  Stop looking at your phone.  Turn it off.  Put it away.  Be here, now, in the present.  Be with who you are with, talk with them, live with them, take some time, think.  What were you called to?  Pause, take it in.  What's your community?  Who is your community?  Do you have a presence?  If you left your community would you leave a mark?  Lead in the place you are called to.  Don't worry about the past, the future will come later.  It is all about now.  Go all in and be rooted."  

And we want to invite you to think about and participate in this discussion today, but to also understand that a value that we have that we want to model for you today that we do in all of our events and activities at Hands & Voices and on behalf and as parents to create a place to, yes, challenge one another, have good, in‑depth conversations, but always be respectful so not one person walks out of this room today feeling like they have had to defend their own choices or decisions on behalf of their child.

Now, we will explore that as well as we go on.  So we are really glad that you are here with us today.  Our participants.  So as I began as executive director at Hands & Voices and thinking about this presentation and thinking, you know, how many people we should have on this panel and who we could have, I could really put any 4 parent leaders within our organization up here on the stage to reflect and talk about this ethos within our organization, but today I'm really pleased to have 4 different members of our organization here that are both reflective of leadership capacity as chapter directors at a state level, a Guide‑By‑Your‑Side director, Lisa Kovacs, our director of programs at headquarters, and Stephanie Olson, who is, Sara Kennedy is our flagship chapter in Colorado and also has a role with us at Hands & Voices headquarters, and Chris Moody is the Guide‑By‑Your‑Side director in Texas.  I don't know if you guys have heard, but Texas is quite a large state.  And so in some ways she is running a country Guide‑By‑Your‑Side program.

So I'm really pleased that all of these 4 have agreed to.  I sent them a list of questions a couple of weeks ago and I said, you know, are these too hard ball for you?  I think they are up to the task today.  I would also like to make a disclaimer, there are ‑‑ they shouldn't put in their own 2 cents.  I have never abided by those rules and I don't plan on starting today, so I may also consider myself a semi‑panelist, but I'm going to try not to talk too much.  I promise.

So here are the goals and objectives for the session that were identified in the program.  They are often written months in advance, and we don't know that we will really have time for all of them.  But let's just set the stage a little bit with a few definitions and thoughts from the Hands & Voices perspective.  So first of all, I just wanted to share our mission statement with you.  It has been ‑‑ this part of our mission statement has been the same since the day over 20 years ago, a group of families and professionals sat around a small table in Colorado and had just basically dismantled and walked away from a small group of support that was happening when external influences came in and tried to define and tell this group about what they could and couldn't disseminate to parents.  And one of the group came back together after a couple of months and said, what if we created an organization where regardless of communication choices, school placement, different kinds of issues that come up for family, that we would decide that there is more that unites us than divides us.  So you can see the mission statement, as a parent of an organization, that supports families with children who are deaf or hard‑of‑hearing, without a bias around communication modes or methodology.  Our motto, what works for the child is what makes the choice right.

You know, I just want to note something about that.  You know, we talk a lot about parent choice, that the evolution of that choice or destination that parents make is a result of good support in the context of the needs of their child.  So when we talk about parents' right to choose the communication for their children, all of us as parents, when we have seen our children thrive successfully and grow in language, it is a result of making those decisions based upon the needs of our children and not just what we want as parents.

So that's why our motto is what works for the child is what makes the choice right.  Not works for the parent, although when it is working for the parent it is working for the child, too.  So, of course, really it is a family thing.

A word about bias.  For those of you who have sent to us articles at Hands & Voices with research about why the human being cannot live a life of existence outside of bias, that we all are inherently bias, we understand what you are saying, but we actually took the definition of bias out of the dictionary.  So when we talk about bias in the context of the conversation about supporting families, we use this definition, which is to cause to swerve from a course.  To influence, usually unfairly, or to inspire with prejudice.  This idea of intent to coerce, another way to say it is kind of coming from this viewpoint or belief that there is one right thing for all deaf and hard‑of‑hearing children.

Another way to say it would be to manipulate people, information and events to predisposed income.  So I think in the past often people would say, yeah, I'm bias, I know what I know.  And all of a sudden you look at this definition, people are like, no, not ‑‑ that's not exactly what I meant.  And the idea of bias is ‑‑ what we do at Hands & Voices, which is we meet a family where they are at.  The belief that there is more that unites us than divides us.  Kind of the now, what support.  So, in other words, I think we spend so much time about this idea of the decision of how our children will communicate, and not that they will communicate, not that they will have a full and rich language regardless, so now what?  Now we have an educational system to face, we have a society that discriminates, we have self‑identity, language, social, all of these other things across the spectrum.  Regardless of degree of hearing or communication options there is more that unites us than divides us.  And I promise, panel, I'm about to get to you, so get ready.

All right.  So does that lay just kind of a good little foundation about who we are and why this conversation is so important to us?

We have a Hands & Voices blog and our other deaf and hard‑of‑hearing infusion coordinator, Karen Putz (sp), recently wrote a beautiful blog.  It is not just about communication decision‑making.  And one thing within our organization and our programs, we don't assign parent‑to‑parent support based on modality of the family.  We base that support on the parent‑to‑parent model.  And it works ‑‑ it works very well.

In fact, parent surveys and research do show preference for disability specific support.  And I have that in quotes in terms of what the research is talking about.  In other words, parents of kids with autism tend to want to talk to parents who have had that similar experience.  And that's true for parents of kids who are deaf or hard‑of‑hearing, we find the most meaningful support from parents who have that same experience.

There are a few more comments here, but I am going to go ahead and we are just going to move to our panel.  And this is actually a slide from one of our presentations, where we want to just ask the question head‑on.  Is it possible, is it even possible to provide unbiased support?  In fact, you will see in lots of legislation, policy guidance, people have grabbed onto this concept that families need informed choice, they need unbiased information or information delivered in an unbiased manner, and I think that can be ‑‑ people are still grappling as a subjective term of what does that really mean.  

So panelists, I'm going to ask you, have you found this to be an attainable goal in the work that you do?  And so I don't know if we should do like a typical panel where you introduce yourselves.  Why don't you, as you answer a question for the first time, spend just a minute introducing yourself and telling us about your kids or your work or your life, whatever you would like to share.

So who would like to take kind of the first question and start by introducing yourself?
>>  I will start.  Am I on?  Hi.  I'm Sara Kennedy.  Colorado chapter director.  And up until recently the program director.  I have a 17‑year‑old daughter myself who was late identified, which speaks to how I'm still motivated to never let that happen to another family.  I think this is an attainable goal, but it is a goal we have to keep in front of ourselves every day.  I have to consider this goal when I'm hiring and interviewing, and even marketing for new guides.  I have to consider it when I'm doing training, I have to think about that whole parent‑to‑parent support is our key, not modality to modality.  

And I don't know if I can convey this, but there are very few conversations with families strictly focused on communication options.  Parents want to connect to another parent and hear that their child is going to be okay.  Their child is going to be able to drive and go to the prom and get a job and, you know, all of those kinds of things.  It is beyond communication modality.

And I think if we keep parents focused on that human connection we do better, and then my next step would be focusing on outcomes.  We want parents to be able to answer the question can my child have a rich conversation back‑and‑forth with me, however I choose to do that.  If that's a yes, then they are doing the right thing.

And then, too, kids grow up and they make their own choices.  So we want to convey to families of newborns, you know, holding that baby in your arms that yeah, you have to get up in the morning and choose something.  But eventually, you will be able to follow your child's individual gifts and talents and be able to explore where they are leading you.  It is hard to imagine when they are just tiny little beings, but it does happen.
>>  Hi.  I'm Chris Moody.  I will go next.  I'm program coordinator for Texas Guide‑By‑Your‑Side program, and also a parent, of course.  So I have a 22‑year‑old who is profoundly deaf.  And I have been involved with Hands & Voices about 6 years, I think.  But for about 18 years I have been involved with this concept of parent support.  Just going to (off mic).  So with regard to bias and can you really do that, for me, it is kind of a matter of just really truly respecting the differences that we all have and also recognizing really internalizing that there are no 2 individuals that are the same.  I mean, they really aren't.  And so it is kind of also that theory of mind, that ability to put yourself in somebody else's shoes, to really empathize with that person what things are influencing their life, like Janet said, lead them where they are.  

So it is really not about me at all.  But at the same time, you know, we talk about how parents don't know what they don't know.  So whose job is it to make them be in the know.  But just kind of encouraging nature, encouraging them to ask questions, encouraging them to find out more information, encouraging them to, you know, make decisions for themselves as opposed to doing what somebody else has told them to do or advised them to do and that kind of exploration process, you know.  Pointing them to where they can find information to make those decisions and, you know, if anybody ever says they are an expert on, you know, in everything, that's a red flag.  

Lisa Crawford always says, run.  No one is an expert on everything there is to know on raising a deaf or hard‑of‑hearing child.  Put the families in touch with those experts and help families to become discernible.  That they can discern for themselves when am I encountering not necessarily bias, but a passion, you know.  This is what this person's passion is about, this is where this person received all of their training and, of course, you know, they are all in for that.

But as a parent, to be able to take that all in and then put it in the context of their own child's life, their child's needs, and what's going to need that at that given time.
>>  Hi, I'm Lisa Kovacs.  Hands and Voices, also a parent.  I have a 14‑year‑old son that's hard‑of‑hearing.  And I think my journey through understanding bias and being unbiased is that I found that my passion and my focus was more about respecting and valuing the whole family experience versus one particular, you know, approach or education setting.  And I think that because I respect and value parents, I believe that giving biased information devalues the family experience, devalues the family, and it really disrespects the whole journey that they are on.  

And so I think just always having that in the back of my mind when working with families, I think anybody out there, even if you have a passion about a particular mode of communication or an education setting, if you think about if you pour that passion onto another family, that it is really devaluing their whole experience.  I think it might help you get in check.
>>  I'm Stephanie Olson and I'm from Children's Hospital, Colorado.  Hands & Voices in Colorado and Hands & Voices headquarters.  And I think that this is quite the topic to talk about, and I'm going to come at it from a little bit more of a personal perspective and also from a job perspective.  But starting with the personal perspective, I, of course, am one of those people that like to think I am ‑‑ I'm biased, but I am surprised by how quickly I'm put into a position of having bias by other people.  

For example, when I meet with families after their child has been identified with a hearing loss, and families A, either hear me talk, they are speaking and their comment might be something like, oh, well, you weren't identified until ‑‑ with a hearing loss until you were 3 years old, and you talk pretty good, so we won't worry about this until later.  And, oh, my goodness, and I need to work on switching that.  It seems at times to be preconceived notions and biases about me before we have ever had the opportunity to connect.  And so then the way that I answer that can quickly turn into, you know, a preconceived bias about myself or whatever.

And the same thing happened because I do have a cochlear implant and hearing aid, I am sometimes put in the position of why I don't do sign language or I don't believe in ASL as a language choice, and that's not true either.  So it is interesting how it comes at you, not just from what you bring to the table, but what people bring to you.  

And then from a work perspective, this is where it kind of flips a little bit.  I am part of the cochlear implant team, and so in that role, I will work addressing questions that families have about cochlear implants.  But that doesn't mean that that is the choice or the decision that I believe every family should have or access or that I ‑‑ I am there to sell to families and at times it can be quite actually the opposite.

So I didn't answer the question at all.
>>  That's okay.
(Laughter).
>>  No.  I really like what all of you said.  And I was thinking, Stephanie, as you were talking about, you know, the audiologists that I have met in my life who epitomize, and it is amazing, well, you think their job is to provide audition, you know, and through this, but there is subtleties to it.  And that's true for deaf individuals that are ‑‑ that I have met and are part of our organization who are, you know ‑‑ I was going to say voice off, but I don't think that's the terminology to use anymore.  You know, that use only ASL without any spoken English that are completely unbiased in that definition of understanding that it is not their role to try to manipulate a predisposed outcome.

And by the way, one of those ways that this conversation emerges around that is like, okay, this is all well and good, but I have got the research to prove that there is this one particular approach that will provide success for all deaf, hard‑of‑hearing children if, A and B.  And I actually heard a new presentation by Mark Marchard (sp) that for all deaf and hard‑of‑hearing children across all spectrums that we look at, that there is one singular point, we are far away from that.  

I love what Chris said about giving the ability of parents this idea that you will be able to process the information as it comes to you to think about both objective information and your subjective kind of gut feeling, the combination of those, of being able to perceive what's true for you as a family and what's not.

And I'm not saying we are against research at Hands & Voices.  I think there is a lot of things that's unfolding and shown to us, but I would say that there is yet to be evidence‑based research for across the spectrum looking at all areas with a population of children that could be somehow generalized to be true.

So next.  Think about maybe connecting with other families, emails, letters, phone calls, visits with families that you have had that have impacted you.

Share 1 or 2 stories from your work that exemplifies unbiased support and/or harm to a family when biased support impacts them.  Because I want to remind ourselves that bias isn't just a benign thing or some theoretical thing that we should try to embrace.  It can actually produce harm, harmful outcomes for families.

Anyway, whatever story you want to share in either the positive or negative light.
>>  I will go ahead, because it will kind of lead into the previous conversation that I was having with you ‑‑ with myself.
(Laughter).
>>  I think being in a position ‑‑ the position that all of us are in here at EHDI as parents and professionals is just developing the bias awareness and bias sensitivity, maybe.  And when I do encounter families and it has been so powerful, it occurs from when I look at other parts of their family dynamic or their belief system that they might not even be aware of it.  For example, I did show the story yesterday, but it is just one that I carry with me throughout my day at work.  And a few years ago I was in a visit with the family at the hospital, and a little girl sitting right next to me was sitting on the little chair side by side and talking and hanging out together, and this was an audiology appointment.  And the mother ‑‑ so the little girl probably is about 9 years old at the time, and her mom turned to me and said, do your children have hearing loss?  And I said, no, they don't.  And she said, you must feel so lucky that your children don't have hearing loss.  And I just about gasped because I'm sitting right next to her own little daughter and I thought, does that mean that we are unlucky?  Because we are having such a great time here.  A grand old time in life and this appointment.  No, we are not unlucky.

So what I have said now in those appointments when this question comes up is you know what?  I am so lucky to be the mother of my children whether they have hearing loss or not, and to take a look at where those concerns and those biases might be coming from that the families have got to be aware that they exist.  And it kind of keeps me in touch with myself to make sure that then my answers aren't leading the family in a deduction that sounds like it could be biased.
>>  I had one experience that ‑‑ with a family that, you know, you always say you don't see exactly 2 similar audiograms, but this family's experience.  My son was a 27‑week premature baby, and his hearing condition is due to some complications from his birth.  So this mom I connected with had just a very similar story.  Both of our kids were identified with auditory neuropathy.  And it just ironically, this connection happened with us.  

And so I kept finding her because our stories were so similar.  She kept directing the conversation back to so what did you do?  And I found it was a great opportunity for me to practice my unbiased skills because it would have been really easy for me to do ‑‑ tell her exactly what we did.  Because I was 10 years or maybe even 12 years down the journey further can her.  But instead, it is not that I purposefully didn't answer her question, but I so knew this was not about my family and my son, that I would say, so tell me, have you had this discussion with your husband?  So what are ‑‑ you know, have you guys talked about, what you want to do?  And here are some resources that helped my husband and I, you know, as we were journeying through.  As those questions came in, I just kept correcting it back to her instead of telling my story because I knew my story was only my family's story.

And as I mentioned before, I never wanted to devalue another family's experience.  So fast forward, she went through the Guide‑By‑Your‑Side program, and a few years later she interviews to be a parent guide, so she is sitting in the interview.  And so our EHDI program was the funding agency, and so there was our Hands & Voices representative and the EHDI representative and the question was asked to the parent, so what did you find that, you know, was difficult or frustrating for you early in your process.  And she said, I just wanted Lisa to tell me what to do.
(Laughter).
But then she laughed and she said, but now I get it.  I so get that this was a decision that my husband and I had to make.  And so it really just once again put a great big stamp of approval on what we are trying to do at Hands & Voices.
>>  When I got this question from Janet, I knew exactly which family I wanted to talk about.  But it hadn't occurred to me until I read this why I was still pretty invested with this family.  But this is a story of a group, a family who adopted a child who was in the foster care system, and they got to know deafness a little bit and they finally made some choices other than what he had already been in through foster care.  And they realized over a period of 8 to 9 months or so that the school district wasn't really supporting their choices, and they called us in the middle of that time and I was helping to clarify things that they could ask, things how to ask, you know, what was possible in the realm of the schooling.

And what I realized was because the school district wasn't up‑front in their own philosophy, you know, they purported to be one thing when they were really another thing, that the family has totally lost trust with the whole segment of Deaf Education and I just feel a responsibility to try to fix that.
(Laughter).
So when she calls, I'm definitely going to answer her.  I'm going to go into some detail, even though we are past that initial period where they needed all kinds of support.  And she was right.  My initial instincts were that they could work with the school and make this work where they were.  But the mom and dad felt like, you know, no, we need a total change.  And I had just thought personally that that might be too much for this child to change environments so drastically, but now, 3 years later, he is on target, he is happy, he is thriving.  So families, thank God, have the responsibility for their own children and we don't.  Yes!
>>  All right.  So I had kind of one story for each of these questions here.  So (off mic) relevant.  When you talk about a story that exemplifies bias ‑‑ support in an unbiased manner, I prefer that wording.  At any right, I was a parent guide in Indiana before I was a program coordinator in Texas, so I worked with families very closely one‑on‑one.  And one of my very first families, I was able to meet with a family very early on, like probably prediagnosis, even.  I mean, they hadn't had the ENT visit even.  This is a family I encouraged to kind of explore all of the information out there and just pointing in different directions and sharing information about what things were going on with, you know, across the spectrum in the Indianapolis area.  And so the ‑‑ I was at the family's actual appointment when they had the hearing aid fitting, and all down the road, but I watched this family kind of take it all in and just watch them find their path.  And I kind of laid it all out there and just stepped back, you know.  

But I was there for support.  For the questions or the ‑‑ you know, that they need that little validation or something.  And so this family, you know, got Early Intervention and really embraced their parent adviser that came to their home and started attending some playgroups and things that were held at the outreach, I don't know what it is called now in Indiana.  But outreach with the State connected with the School for the Deaf.  But the statement they were exploring cochlear implants, but they were all in wherever they were and just got so much out of everybody they were encountering, and inquisitive, which I encouraged them to do.

So it was wonderful to see this family choose that path and then she is ‑‑ you know, so she is signing with her child and they were enjoying all that had to offer at those playgroups and then she is pursuing her cochlear implant and, you know, just supporting her.  And she goes into her cochlear implant surgeon and I, you know, I said, you know, ask questions.  So she goes in there and calls me right afterwards, I asked him all kinds of questions, I made him pull out the statistics and show me and, you know, show me the research and show me this.  This was Dr. Emoto (sp).  

To see this parent, I mean, she could have just been blindly led down a path and did whatever somebody said, but because she was invested in it and she was, you know, empowered to ask these questions, she felt that much better about it.  Ultimately, she decided to go ahead and proceed with the cochlear implant, and she invited me to be there.  And I was just ‑‑ they had ‑‑ I was a touch late, and I walked up right after they were activating his implant.  And she is with her family.  Her husband is there, baby is there, she comes running out the door and just grabs me, crying, to share with me, you know, he heard my voice, he heard my voice.  Because she knew as a mother with a child, you know, that was profoundly deaf, that I would get what that felt like.

But just to step back and see these parents, they have what it takes.  They just need the support and had somebody been biased with her along the way, would she end up in the same place?  I don't know.  But it was her journey to take.

The other thing, this isn't really harm, but when I was training one of my parent guides recently they lived in a very rural area, child was diagnosed, pursued a cochlear implant because that's what they told her to do.  When I'm providing her the training on supporting families without bias, I interviewed her and decided she had the makeup it would take to do that as a parent guide.  She called me up and said, or after the training and she says, you know, I never even knew there was like a different point of view on cochlear implants, there was this thing called Deaf Culture and I didn't know some people don't choose not to get a cochlear implant.  

So what I want to kind of put out there a little bit, too, it is sometimes what you omit, not what you say sometimes, that is also bias.  So she ‑‑ you know, I don't think it probably would have changed the outcome for her child or decision, but she felt like something had been held from her.  Wish she had known to have taken in that.
>>  So that families get access to good information so that when they are making decisions and choices it is based on them having a lot of information to that.
>>  I just want to add one quick thing.
>>  One quick thing.
>>  I had a family, actually a parent guide of mine in Texas, and we actually are one of the states that have a deaf guide program.  So family was ‑‑ it wasn't a parent guide, it was a new family, and they were trying to decide this whole cochlear implant thing.  They actually had to be matched with each one of my deaf guides so that they could ask their opinion on that and get it first‑hand, you know, their personal experience and opinions about proceeding with the cochlear implant.  So that (off mic).
>>  Very good.  Janet, do you have a comment?  Yes, I do.
(Laughter).
No, I think that ‑‑ that just really exemplifies, and I think what Lisa was talking about, too, one thing often when we are talking about providing support to families is this idea that should we tell our own stories because wouldn't that automatically impugn the idea that, you know, my child has an implant, so maybe that's what ‑‑ my child uses American Sign Language as their primary language.  No, because there is a real subtlety in how we do this.  

In fact, the reason parents want to meet each other is so they can hear their stories and just be able to sift through, here is what this family did, but you can see kind of the subtlety of the story that Lisa told, where she had a perception where they began to identify with Lisa because of the audiogram and the same type of experience and just the way the question was asked and framed, what did you do.  

So the way we will kind of think about this as often as when someone asked us, tell me the story of your daughter, you know, how did she grow up, in what context, which languages, trust me, I love to tell that story about my daughter.  My daughter is a wonderful success story, so I'm pretty passionate about her own story of success.
And I'm happy to share that.  Except if somebody asks me, tell me your story, I will tell it.  If they will say, what do you think I should do, I tell them this is my story, and then I launch into my daughter's story.  There is just that subtlety of the supposition of I'm answering your question by telling you my story.  So yes, of course we tell our stories.  

And like Stephanie said earlier, she doesn't even have the luxury of maybe not telling her story sometimes than not.  It is pretty much right there.  Or parent guides who, you know, use American Sign Language only and they go into a home and this idea of someone says, well, what mode of communication do you use, you know.  It is right there.  But there is still the ability to have the theory and the philosophy and be able to really deliver good support.
>>  Okay.  So the next question is what does flexibility in decision‑making mean to you?  Maybe we will just have 1 or 2 of you answer that question.
>>  I just think that as Janet opened this and talked earlier about that there is just so much as parents, it is pretty insulting to think that our journey with our kids is all about this one, you know, communication choice early on.  We at Hands & Voices, the blessing that we are afforded with is being among a group of colleagues and parents who have made all kinds of different decisions and changed those decisions over time.  But what we bond around is our common experience of being parents of deaf and hard‑of‑hearing kids, not the choices that we made.

And so I think that what I would talk with parents about is that I know you are feeling a lot of pressure about a choice or choices, and that's all you are hearing about right now, but what I'm here to tell you is that is not the most important key.  The key is learning how to evaluate what you are doing with your child, whether it is working or not.  And you can almost just see the pressure come off their shoulders when they were just so caught up in the moment of I have got to make this big choice and being told that it is okay, go with something, go with everything, whatever your choice is at Hands & Voices we say everything is one of the choices on the continuum.  But go with something, but most importantly, measure it.  Work with the professionals, make sure your child is reaching outcomes.  So I think that that's, you know, other advice that I ask, is let's quit putting so much focus around a choice and putting it on ensuring positive outcomes of our kids.
>>  I don't know that I have a whole lot to add to that.  In my own personal story, we have made all kinds of twists and turns as we looked at how well our daughter was communicating and how she felt about herself and, you know, what her dreams started to be.  So I guess it is hard to make clear to an audience that there is not one moment in a parent's time with their child that they have made this choice necessarily.  Because there is different communication scenarios, there is driving through the night, through Indiana in the dark, as Stephanie and I did earlier this week.
(Laughter).
There is giant crowds, background noise, trying to date in a bar.  So there is all kinds where one choice does not fit what the child might need to do.  So, yeah, fluid.  That's the name of the game.
>>  I always say when I finally worked out the communication, educational, spiritual, social‑emotional context of my daughter's life, all of a sudden she had something to say about all of those things.  And I think why we believe in the power of parents who have been a little way into the journey, being able to share with newer parents is having kind of that perspective over time.  And I have to say, my daughter is now 22 years old and she still explores her own sense of self and sense of identity and it is just a beautiful thing really to be a part of.

All right.  Go ahead, Chris.  Chris and I are co ‑‑ we have an affinity for the microphone.  So we have never done this together.  
>>  Something about the pressure that's put onto parents to decide and sometimes that fear and that pressure does become paralyzing, and they don't decide anything.  As Lisa said, move forward, you know.  But the other thing is when you put that kind of pressure on families and parents sometimes there is also that fear that they cannot change their mind.  So flexibility and decision making is putting that message out there that there should not be judgment or I told you so's, you know, we only do the best we can do as parents.  So to let them know that, yeah, there is going to be twists and turns and it is okay when you have to change, or, you know, if you're monitoring and checking progress, sometimes you might come up short of expectations.  And that's something I struggle with with my own son in his journey, is adjusting those expectations.  Sometimes they have to be adjusted, but it is okay to have that flexibility and just go with it.
>>  The next question is do hearing parents have the right to choose communication decisions for their deaf child?  And did we mention that they are hearing?  Often when we talk about the prevalence of the deaf and hard‑of‑hearing experience, that 95 percent of deaf and hard‑of‑hearing children are born to hearing parents.  And obviously not omitting deaf parents of deaf children like they don't have a choice, but I wanted to put this in here because sometimes we are questioned that because we are hearing and we don't have the personal experience ourselves, that there is in some way an inability then to really make good decisions for our children.

So I just wanted to ‑‑ I put the flag planet on the hill because I also think sometimes we make this high crescendo that it is all about parent choice.  And as I said, there is a context to that.  There is the needs and understanding, it is not like hearing people can't have an understanding of the life experience.  I mean, I do because I have lived with my daughter for 22 years, but I don't know what it is like to be deaf myself.

But there is a learning curve where I went from my very first questions I asked the audiologist and Early Intervention provider from kind of the context of a hearing person that had never really thought about the deaf experience to an evolution of being able to think about and, yes, make good decisions based on that context of now I'm beginning to get some information and support about the kinds of things I need to think about differently than just the hearing person.  

So I always tell this story.  I can't help myself, but it is about Stephanie.  Something she told me when Sara was in second grade.  Sorry, I'm going to turn this back to the panel, I promise.  She said, you know, I was like, this is a really super strong advocate at the school for Sara's needs.  And I always remember being in the bathroom with my feet up hiding from the speech therapist at school.  And I would just remember how much that hit me, I still remember it today because it changed me about thinking, my daughter gets to be a kid.  She has the right to have a full experience in life as a child and have fun and games.  This is not all about mother as therapist.  Or whatever.  So anyway.  Sorry.  

I'm going to open the panel up for whoever would like to answer this question or have some thoughts about it.
>>  I will jump in.  So imagine a world where hearing parents did not have that choice.  Just sit with that a minute.  Which choice would we offer?  I think all of us deep down have met families who have made a particular choice and their child did not thrive.  I so look forward to the day when we quit saying that a child failed the communication mode.  How can a child fail?  It is the communication mode that might have failed the family, it is not the other way around.  So yeah, hearing parents get a choice, they get a vote, they get an informed choice.  And it is our responsibility to give them a full picture view not only of, you don't have to choose right now, you can walk forward until you know what you need to know, and you figure out what's a good match for your child, for your family, for where you live, for what's available, or find another place to live that is more ‑‑ has more support for what you need.  So take the pressure off of them, give them a bigger view, and that's what our responsibility is.
>>  How many of you have teenagers in the room?  So how does it work for you when you force something on them?
(Laughter).
>>  That's what I always think of when I think about this, is that, you know, I'm here to empower parents to embrace their decisions that they make and I know their outcomes, that is going to be better.  Because I live with 4 teenagers in my house, and it doesn't work for me at all.  I put it in context outside of our deaf and hard‑of‑hearing world, just is not a successful model to think that we are going to force something on anyone.
>>  I actually think this is a beautiful question because we have never had the freedom to self‑identify like we do today, in this day and age.  And I mean that with all parts of us, with our faith, our backgrounds, our gender.  If you go on Facebook I think there is 50 plus boxes for gender identity.  I love the fact that my husband just asked me the other day, we have been married for 30 years, and he says, so what are we supposed to say about your gender?  You are deaf, hard‑of‑hearing, hearing impaired.  I know you are not hearing.  I know that, okay?  And this is a conversation that we have had through the years.  

And my kids have even asked me, and I love that I don't have to fit in a box, I love that when it comes time to fill out a form that I can look at it and go, yes, yes, hearing, hard‑of‑hearing, yes.  Technology, yes, sign language, some, I mean, I just want to go all the way down and check those boxes.

And I think it is incredible, though, that I have had the experience, the goal to be in a place where that box was selected for me, and it really wasn't by my parents, it was by the professionals because I am quite a bit older than a lot of people.
(Laughter).
>>  Thank you.  And I was getting caught up by the interpreter.  Thank you.  And it has been ‑‑ it has been interesting to see my mom journey through this process.  She will say that the reason why it took her so long to get comfortable with hearing or deafness was because that support wasn't there and those choices were not there for her.  And she said we didn't know, I didn't know, kind of like the families you were talking about.  She wasn't even aware that there were questions to be asked.  So this is a journey that my mom and I have taken together and I like to think I did a better job of it than she did.  

No, I mean, it just has taken her so long to get to that place, but that's because she is the mother of a child with hearing loss.  Deaf and hard‑of‑hearing.  And that's why it is so important for families to be aware and to choose.  And I make choices for my children that I mentioned earlier that are not deaf or hard‑of‑hearing, and you know what?  I have got a ‑‑ it doesn't matter, 20 something, you know, and 3 kids, and one in college, and they are not anything that I thought they might be in terms of where they are going in their life.  So it is something that we all struggle with as parents.
>>  I have a feeling if I had kept to the facilitator roles we would have time to finish all the questions.  So we have a few other questions.  Has anybody on the panel prepared like kind of a statement or something from one of these final questions you want to say?  Because otherwise, I'm just going to stop quickly here on this one.  Frame your (audio skipping) about communication and modality?  Any other final comments before I give 5 minutes to the audience?  Sorry.
>>  For me, deaf and hard‑of‑hearing adults across the communication spectrum have given me faith and belief that the kids are all going to be okay.  Because I see just really successful deaf and hard‑of‑hearing adults using a variety of modes of communication, and happy and conquering their world.  So it keeps me once again very grounded in that these families are going to journey through and they are going to get to the results that they are looking for for their kids.
>>  When my son was identified pre‑newborn hearing screening, that's how old I am, too, okay, but I was so lucky to live in a major city.  I lived in Los Angeles, and I had exposure to deaf adults like crazy through the programs he was connected with.  And it absolutely made a huge difference for me and something I have carried through the whole 20 years.  But the reason is I'm naturally curious, and I'm not shy.  So I would go up, you know, and just ask questions, you know, and find out about their upbringing.  I used every one of them, like a deaf mentor or deaf guide, right?  But it helped me to realize that truly every person is unique, you know, and has had a different path and it just made my view of the world, my son's world so expansive and rich by meeting all of these different deaf people.

But also kind of like by doing my own little curiosity survey, I'm asking him, how did you get here, how did you get here, I was able to see, as Lisa said, different paths all led them to outcomes, but (audio skipping).  Communication, parent involvement, they tell me about what their parents did or didn't do and then their parents were clearly involved in their upbringing and education.  Exposure to lots of life experiences.  

The ones that I met there, you know, tell me that traveling the world, they are doing this or doing that, that's so important to be successful.  And then having high expectations.  Their families had high expectations for them.  So you start to kind of see those common themes, and it just led to such a high excitement level for my child, by getting to meet all of those deaf adults.
>>  Is this on now?  Good.  All right.  We have probably time for either 1 or 2 ‑‑ we have 2 minutes left.  So who has like a burning question or comment or idea that they would like to share in context to this conversation?

Yes?
AUDIENCE MEMBER:  (off mic).  Okay.  Hi, my name is Conrad Bare.  And I'm wondering if there are any deaf individuals that are involved in the Hands & Voices organization.
>>  Yes.  Thanks for asking.  I don't know if you heard me mention before, I have the Guide‑By‑Your‑Side program in the state of Texas.  It's in other states, but in my state, not only do I have parent guides who are parents themselves that work one‑on‑one with parents, but we also have deaf and hard‑of‑hearing guides.  They don't have to be parents.  They might be, but they are deaf adults to represent their own unique life experiences in alignment with our philosophy and they are matched with parents to support parents one‑on‑one as deaf adults.  So I have 4 of those in the state of Texas.

But also, we have Stephanie and Karen here ‑‑
>>  We are in the process right now of just double checking with all of our chapters to make sure that they have deaf and hard‑of‑hearing involvement.  On the headquarters level, yes, we do have deaf and hard‑of‑hearing people on the board.  

Do you want to add anything?  It is a huge part of our organization.  The blog on the website has this section on deaf and hard‑of‑hearing involvement in Hands & Voices.  The newsletter, the communicator that we put out for people throughout the United States internationally also has articles and stories from a variety of perspectives from parents of families, professionals.
>>  Was there ‑‑ yeah?  Go ahead.
AUDIENCE MEMBER:  Really, it was more of 2 questions.  But my understanding with Hands & Voices, (audio skipping) about the modes of communication.  What if a child is obviously not successful with a mode of communication, do you do anything about that or do you have some sort of guidance on how you direct those families if it is obvious that a communication method is not working for the family?  How do you approach that?
>>  Excellent.  I want to answer that because I'm the director of programs so I oversee the Guide‑By‑Your‑Side programs.  So first of all, I want to say that we don't give choices to parents.  We are here to make sure that parents are aware that there is a spectrum of communication modes and methodologies out there.  But we never step in the role of an Early Interventionist or Deaf educator.  They really need to get that information from people who are educators.  We are here to provide family to family support.  And then certainly if they come to us with ‑‑ looking for support, that there are concerns, they are worried about their child, their child doesn't seem to be making progress, we would, you know, direct them of course back to their professional.  

But we would say to them, well, these might be some things you might ask your professional, do you think it is the mode of communication, do you believe it is the level of service they are getting.  These are all the things that you should consider, but then once again making sure they are talking with their Deaf educator or Early Interventionist.
>>  Well, we are out of time.  We want to thank you very much for being here with us today.  We know you had lots of choices and so thank you again for being with us.

(Session concluded).  

