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>> Hello, everyone.  You are here for the presentation, it is starting a few minutes late, so it might go a few minutes late, if you can stay.
It is entitled: From triggers to resilience, raising a child who is deaf or hard of hearing.
And I'm going to let the presenters introduce themselves.  

>> I'm Shawn Kalback, I'm a psychologist at the Edmond pediatrics center in Maine.  I work with kids that are deaf and also with other developmental needs. 
>> I'm Cheryl DeConde Johnson, and I started my profession in education as a parent.  So I'm more wearing my parent hat today.  My daughter was diagnosed late, she was born in the 60s where we didn't have early identification or intervention services.  And so, for me, the diagnosis was a relief because it came at the age of two and a half to three, and finally we had an answer.  And the perspective of the parents back then is very different than the parents who get the diagnosis early on. 
And I also did not have the advantage of early intervention services.  And that was also back in the time when, as parents, we were not given much information.  And so many parents come back from the Rubella epidemic generation as teachers of the deaf because we wanted to learn, and then we found out that this is relevant, we are motivated, and there are many professionals today who began their journey then. 
So I'm curious, I have several parents in the audience.  I assume that you are a parent.  And how many of you as parents are also professionals? I consider parents who are working with other parents to be professional.  Great.  I will turn it to Sean to start. 
>> We are going to talk about complexes and positive psychology, how to manage triggers as they come along, including parent‑to‑parent support and, as a professional, learn and understand about these concepts and how they may work through some of the families that you are working with and how you can support and recognize what they are going through.
But, we will start back in the beginning with the newborn hearing screening. We all have those memories, we remember different things in our lives, and the universal newborn hearing screening started when I was at Gallaudet.  I remember my professor coming and talking about it in the third floor ‑‑ and I look to some of the folks who have been doing this for a long time, like Carol and Dr. Yoshinaga and colleagues who had the foresight to say, wow, this is amazing in terms of access and development, but we are shifting the way that that information, that diagnosis ‑‑ we go from having, I love how they phrase this, an institution‑led, or hospital‑led diagnosis, versus a parent‑led diagnosis. And we all know that, before the universal newborn hearing screening, that was often led by parents.  We kind of flipped that on its head with the universal newborn hearing screening. 
One of the early studies in looking at parent's understanding of the diagnoses included sadness, frustration, loneliness, and blame.  Those are some raw feelings.  We heard the word grief a lot this morning, and all of those emotions really fit that.  I have a problem with that as a professional and as a parent myself.
Grief is pretty linear, you expect it to end.  You have these stages, you go through them, you accept it, you finish, that is wrong.  It makes an assumption from a professional state, why don't the parents just get over it? C'mon, they are in denial.
That is as difficult as you can get with a baby and you are trying to figure this out.  And you know that this doesn't just happen with hearing parents, there are deaf parents of deaf kids, and deaf parents of hearing kids.  And all of these feelings happen when you get a diagnosis.
But I wanted it take it a step further, this is a little more complicated than these beautiful, nice steps.  It is the process of going through a ‑‑ and there are lots of disabilities that go three this, but with deaf or hard of hearing, there's a stage ‑‑ you can get re‑triggered, we will talk about what that means, that feeling.  And I would like to ‑‑ my family's a big fan of Chevy Chase, and here it comes again.
So the problem is, these feelings: Shock, denial, those don't always taper off.
And there are a lot of other feelings that families have, like relief, and how do we finally know what is going on? So sometimes it gets dragged out, and you have families who is 10 months and 18 months who don't know there's a hearing loss, they are probably feeling overwhelmed. 
And joy, you have this baby in front of you, there are a lot of times when languages don't do justice, and I think this is where American Sign Language, if anybody is daring enough to stand up and sign? Anyone? 
Anyone ‑‑ would anybody be willing ‑‑ would you be willing to stand? And I looked online, and I didn't get a nice ‑‑ thank you ‑‑ for doing that.
So me, that visual sign for grief, it just represents the caring of the heart, you have all of these hopes and dreams and all of this other stuff, but you need to feel validated.
So grief. 
And the other thing is, it is not just about the diagnosis.  Dr. Adam who did our study at Gallaudet did a poll of moms, and we found out that 80 percent of moms were okay.  So it isinate just about the diagnosis. 
So we will talk about triggers, what is a trigger? Well, complex grief is the trigger of the month club and the trigger is the dam, those little reminders pop up and remind you, here I am again, my child has a hearing loss, things are a little more complicated right now.  Those reminders can be as you are walking through the super market and you see a family, or people are posting about their kids walking, talking, graduating.
You know, they are experiencing those feelings and it is important to recognize that ‑‑ oh, that's what it is.  Because if people are around you, especially some of our professionals, they will say, what is wrong with this families? We were doing great things, and then all of a sudden, I haven't seen them in months. They all of a sudden become a difficult family.  They are not difficult, it is just a reminder ‑‑ there it is again.  We just need to go through this. 
And the other piece that families shared with me, it can be different with different members of the family.  A grandparent can respond differently to different triggers. 
Mom, you were right there with me, or a husband or a partner can have different triggers.  It is important to recognize that not everybody in the family recognizes or has the same feeling.

>> So I'm not sure that we have time, but maybe one of you would be able to volunteer something that's triggered in your life, your daughter or son's hearing loss, because as a parent we really focus on, our kid is a kid.  Our kid first, and we are going through development with our family, our community, whatever that is and, as Sean said, these events occur that bring back the fact you have to accommodate, you don't have the access from that experience, something reminds us that you have to do something different.  So I think this is a great experience to do with families of any age.
Would anybody be willing to share something that triggered for them, that you had a little bit of grief about the fact that this is different and you have to think it through.
Watching teenagers walk and talk? 
I'm going to, for the captioner's sake, pass the microphone.

>> [  Audio difficult ]. 
And it was ‑‑ [ indiscernible ] ‑‑ at all.  And something happened with the mom. And he missed out on an opportunity ‑‑ he was a straight‑A student, and they were [ indiscernible ].  And, at the end of that two‑week class.  And he ‑‑ [ indiscernible ] ‑‑ and he didn't have the book to read it, and he didn't pass the test.  So the day that I ‑‑ [ indiscernible ] ‑‑ he never experienced a thing like that, there is nothing that I could do.  I could not make him see how upset I was, that I had to make him go somewhere.  
>> It is hard, as a parent of a little kid ‑‑ I have to [ indiscernible ]. 
>> I think the difference now is that I have a 16‑year‑old, and she is going through her own triggers, and now we are going through, why is this happening to me, and now she has these triggers and I know something has happened, something has been said, and we are in the process of trying to figure out how to process that grief.

>> I just have a really quick one, but my daughter is 22 now.  
>> So one of the things that I think we can do as families is talk to them about these kind of roles that we can experience as parents that prepare them.  There are going to be times when certain events will happen, and these are just regular family activities, and also through this transition period part, we can see that you are re‑visiting the whole IEP process, you have to go through the extra things, and all of the access to accommodations. 
And then they enter elementary school, middle school, high school, and transition into adult life.  And, as a parent, I'm still experiencing those things, and that kind of troubleshooting and talking through how would you do it differently, how do you feel about that, even though they are very confident in who they are.  So just helping parents prepare in advance for this and, actually, for me, I was at a talk called ‑‑ by a psychologist in Colorado, probably when my daughter was, maybe, 32 or 33 and they talked about these triggers.  And that for me was like, okay, accidents happen, somebody else had to help me understand that I was going through these different periods.  And I think that's what helped me to process, to prepare families that these events are going to happen and that's okay and that is part of development, you learn from those experiences.

>> I talk with my hands too much.  So we want to move, though, to ‑‑ we know it is a part of life.  What do we do? 
So we're going to borrow from some of the literature related to post‑traumatic stress disorder.  What is resilience? It is brought through the development to have a positive outcome, it is a process, it is not finite, and there is no end.  It is also the ability to maintain ability, it means that you recognize it, accept it, and move on. 
And I want to talk ‑‑ a lot of these are self‑explanatory, you hear about hardiness, that people feel like they can impact their environment and learn and grow from their experiences.  This is EDHI.
And this is more on resilience, not just about responding to a child's needs ‑‑ but most of us can go through one or two of these events and they are just fine, and pretty big ones.  They are looking at the research, that one or two things, you can handle it.
So we can handle it.  The nice thing is that we have data to say: Hey, guess what, these factors of resilience are true for families of deaf or hard of hearing.  So there's the same theme: Affirming communication, religion, personal meaning, acceptance, these are all factors that they found in their self‑efficacy.

>> So I want to share with you a study in a model that I think is real helpful because it talks about the value of parent‑to‑parent support and how critical that is for all parents as they are raising their children and especially deaf children.
So this is a study that was done in Canada, and they developed this conceptual framework, and they did a review of the literature, and I think that 39 peer‑reviewed articles between the years of 2000 and 2014 to look at different research that has been done on parent to parent. 
And so they have developed a model, which I'll share with you in just a moment, that looks not only at how complicated it is, but I think it starts defining parent‑to‑parent on multiple levels.  It looks at well‑being, knowledge, and empowerment are the key areas we want to focus on when we are looking at parent‑to‑parent and making sure you provide it. 
This model is a little complicated, but it talks about on the one hand supporting parents, and on the other hand, learning parents. And you can see the learning parents part of this is a little more complicated, as learning parents we have a lot to learn, but it talks about learning through the process of well‑being, going through the process of acceptance and grief, knowledge, and then empowerment.
And then we have those same areas on the other side for supporting parents.  The concept here is the connectedness and the mutuality.  So as learning parents, we are sharing information and learning together. The connectiveness, the supporting parent aspect is looking at how we connect back the support to parents that are learning parents, and illustrating what happens when we have parents that are you, that are educated, that can support parents that are going through this and how critical that is for the development of those new parents, and then those parents can help the new parents later on. 
And to me, this is validating.  I was the director of an education program, we had close to 21 kids in a regular school, but we had sort of a separate program from the regular school.  And we had great parent involvement at preschool, early intervention preschool, maybe elementary.  You could see as the kids got older, the parent involvement ‑‑ 
And by taking the parents that we thought really had great skills, and we had them mentor the new parents, and we gave them a role and we gave them a family, and that brought back our parent ‑‑ that gave them a support and that re‑engaged the parents. 
So this is an example of components that we would look at in that process, and the article goes into a great deal of detail.  And I can see that we are running out of time ‑‑ we will just refer you to the article.
But it's ‑‑ I think this really serves us well.
And I'm going to say just for a moment because we have a mixed audience, is this whole notion of moving from a medical model, a medical perspective, of deafness to a social perspective.
And this is actually in the World Health Organization's materials, they talk about how the medical model sees it as a problem, and the remedy is some kind of healthcare, and the social model talks about disability as a difference, and even though all of us, even though we don't view us as being disabled, we will experience disabilities later in our life.
So, the remedy for that is how we negotiate with them now, and teaching our kids to have self‑determination, and self‑advocacy skills so we can be the remedy and resolve the problem.  So it is important that we move and shift diagnosis to this more social model and not talk about it something with efficiency, and I don't really like the word disability anyway, but we have ‑‑ 
>> Yes, that is perfect, I will do a brief thing.  A lot of times, the focus is on the negative.  But actually, there are a couple recent theorists that move towards positive psychology.
And, you know, this is a Martin Seligman quote, that I think really fits the conference here as well as being a parent of a deaf or hard of hearing child to nurturing those qualities. 
I have a former colleague and classmate, Dr. Brice, who took those concepts and said how does that relate to families who are raising deaf or hard of hearing kids.  And this was the statement, and her interview with nine or 11 families, this is right out of the literature.  I love finding the positives in the small stuff.  When it is good, it is really, really good.  And I'm a better parent because I don't take things for granted.  Learning to let go, learning how my child learning, learning about myself, learning to be an advocate.
So, wrapping up. 
>> So, you know, having a child who is deaf or hard of hearing is really a gift, and I think as we raise our children, we learn how our lives have been enriched and our relationships have been enriched.  We look at relationships, and it really is about relationships.  We look at this differently because we have a little bit more sensitivity.  And we understand that a child is a child first, and whatever works in the family situation, the parents have to be educated.  They are the ones that are going to change the system, so their power and knowledge is what is critical to us being able to do our jobs and be able to have better outcomes for our children.
Because, as parents, we have to have confidence in our providers.  We also have to take the responsibility for raising our children.  They are our children to raise, the school's job is to educate our children, but we have to place value, and instill what that child is in the home situation.
And parent‑to‑parent support is critical and, as parents, we have to facilitate that.  And I believe it is essential that, if there are parents of a child, you have to ‑‑ drop in audio ‑‑ whether that means traveling to other events, but I think the friendship piece, and it really came out ‑‑ we have to be vigilant.  I can't imagine being in a situation where you're having to be the transliterator and see what is going on and the lack of access and not being able to do anything about it.  I don't know if that is out there, but I applaud you for being willing and able to do that.
We have to understand their behaviors, and the whole incidental of communication through spoken language ‑‑ as parents, we have to know, how do our kids know how to enter conversations, leave conversations, and get attention? Social language is what separates our children, so it is important they have those skills. 
And provide guided failure.  We're out of time, but I think we need to let our kids fail and be there to help them problem‑solve, what happened, and what can they do differently.
And that's one of the roles when we are both parents and professionals and things happen, you sometimes want to step in because you think your children failed.
So I wouldn't change anything in my life, and this is my daughter and I a long, long time ago.  My daughter with her children, and she currently is an academic advisor at a college.  So she works with both hearing and students with disabilities at college level, and loves to work with them.
Do we have any questions? Okay.
Thank you.
[ Applause ]
