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»: Good afternoon.  I just wanted to let you know that I am doing is little raffle for a silly little prize.  I handed out a bunch of raffle tickets, but I had no idea that this many people would come to an afternoon session with there was food upstairs.  So I have run out of raffle tickets, which is kind of a cool thing, but anyone who wants to be in this silly little raffle and you have not gotten a red ticket, would you please write your name on a little slip of paper that is probably floating around your bag somewhere and then we will put it in the little raffle area.  Thank you.

MARILYN SASS-LEHRER:  Welcome everybody.  We are pleased to see so many of you here joining us for a few moments of joy and we are here really to tell you and explain to you what this project is all about.  So I want to first begin by just introducing quickly our team.  And I can start with Candace right here in the white.

And Candace is the director at Hands & Voices and Amy Szarkowski know almost forgot her name ‑‑ Amy Szarkowski who is currently with the Children's Center for Communication, the Beverly School for the Deaf outside of Boston, Massachusetts, Jennifer Clark who is here from the islands, Hawaii, and who works for the Department of Health and she is an early intervention specialist and way more and beyond that and Janet DesGeorges who is the director and cofounder of Hands & Voices.  I am Marilyn Sass‑Lehrer and I am a former professor, not dead yet, Professor, is in that terrible ‑‑ Professor Emeritus at Gallaudet University know that was supposed to be funny ‑‑

(Laughter)

But anyway we are going to tell you about our project and how we came together.

How many of you in the audience who are here today provide early intervention services to families and children?  Okay.  And then the others of you are families?  How many family members are here?  Yeah!  Great!  Wonderful!  That is perfect.  And many of you I assume have other ancillary important decisions ‑‑ positions, administrator, research, EHDI coordinators, etc. , right?  Okay, you are in the right room.

So as you all know early intervention is designed to focus on the strengths as well as the needs and challenges of children who are Deaf or deaf and hard of hearing and their families.  But sometimes in the process, we lose sight of the big picture.

And there is a focus and I would say hyper today, especially on early language acquisition specifically and this idea that we need to really document and focus on ensuring and counting, you know, the child's progress as they are acquiring language and we also know that an early intervention, it can be a stressful time for families, let me just say it that way.  It can be a stressful time and we want to make sure the child is doing everything they should be doing, that they are progressing at the same level as their peers who are not Deaf or Hard‑of‑Hearing.

And in that kind of a vacuum or a pressure pot, we are sometimes losing the big picture or we can lose sight of the big picture.

A couple of years ago Amy, Jennifer, and Janet and I got together after a session at EHDI and we were limiting the fact that there seems to be ‑‑ we were feeling stressed ‑‑ we were feeling stressed as early intervention providers, professionals, early intervention specialist and we know from families too that it can be very stressful and we thought, "Darn it.  There has got to be a way that we can take the stress off of it a bit and help families focus on those magical, wonderful times that they are having with their children as parents, celebrating their children, celebrating their families, laughing, and enjoying the time that they are spending together."  And in so doing that and feeling positive and let's stressed, our belief is that the other things will happen and positive outcomes will be produced as a result of families and children and their parents coming together and enjoying and appreciating the moments that they have together.

And so you will see throughout our slide show some of our families and some of the fun times that we remember interacting together as a family unit and we are hoping that in this session, you all will be thinking about some of the wonderful, magical, joyful moments, not only that you have had with your own families and how you can become ambassadors, which we will talk about later in order to spread the joy and to help families focus on the positive, wonderful moments of time that they are spending together.

So I will turn it over to Candace.

CANDACE LINDOW-DAVIES:  Thank you, Marilyn and Yoko jumping on board with this team was an easy sell, I will tell you.  The whole concept of joy and remembering the joy of our children is something that is very precious to me.  My son Luke is a lot taller than he is in that picture.  If you can see him next to the very tall sunflowers?  He is 23 and will be 24 and just a month and he comes with, not only a profoundly Deaf I do have dedication as being profoundly Deaf but he also has many other special health concerns and in fact, some of them are emerging as we speak.

So what I remember from the early days was having been told that my son had Cerebral Palsy and then the search for the other conditions that possibly could go with that.  So my early days were pretty flooded with a lot of tests and a lot of diagnosis and a lot of doctors and a lot of results, a lot of sleepless nights and a lot of research, but there was joy and amongst that.

But we had to really focus on it as a family because this boy, amongst all of these tests and all of these diagnosis and all of these issues was the happiest, sweetest, most joyful child you could ever meet.

And he had a belly laugh that could send the rest of the room just into hysterics and so I think the joy actually came from Luke because he was Luke.  He didn't know any different and so we constantly was filling our lives with joy.  And so I would love to be able to share that joy, that message, that encouragement to other families.  And I think as a parent leaders within an organization that has the ability to touch the families that we work with, if there is something we can do to shift that focus and not minimize the grief that they are experiencing or minimize the adjustment to the news that they are going to be facing, but having them celebrate those moments and just focus on the everyday, that is something that is very special and dear to me and I think it is a mission that all of us can really, really enjoy.

So that is why I am here today and Janet, may you would like to come up and say little bit too?  When I think of joy, I of this picture.

JANET DESGEORGES:  So Marilyn failed to mention that the first meeting of the joy project was in a bar.

(Laughter)

Listen, the day started with this idea of joy and work.  So I'm actually not one of the presenters here today.  I am just introducing myself.  I like to attend any session where pictures of my grandchildren, my two grandsons now, because I am a little bit different season of my life ‑‑ I have a little story that I will share at the very end.

»: Here are my children and parts of my reasons for joy.  Will think about attending to the social and emotional function of children, without felt collectively as a group that there is so much emphasis on language and we know why that is really important and yet it is not just language and we worry that sometimes families are pushed so much to attend to that that the interactions they have with their children become a little bit more like therapy and we want to make sure that they are attending to that social and emotional piece.  It is not just language and audiologic concerns and medical questions, but really fostering that joy.

Man is here and he is our plenary speaker next but he helped inspire this project.  We wanted to do something any he published a paper that used the SEAM, which is a measure of social emotional assessment measure and used it with the deaf and hard of hearing population and we thought that is a really great idea.  So Hands & Voices conference this last summer, we were able to bring together parents and do a focus group and ask them ‑‑ first of all, they completed the questionnaire and then we ask what their experience was with that.  To they feel like that was a measure that might work for them?  Did to help capture some of the joy we were wanting?  So Janet and Candace were there as was I and we looked at the themes that emerged from giving this to the family.

First of all, they did not say they felt joy at the moment of filling out a questionnaire because many of them have filled out questionnaires, but what they described was really powerful and the emotions in the room were high and they talked about nostalgia and some of them had children who are little bit older so they were reflecting back and they talked about a really is important to find the joy in those routines and to learn the skills.

They also said gosh, just doing this, the process of doing this may me feel confident in ways I was checking out this child's language, it did not make me feel that way so that he is a really important piece.

Parents talked about reflecting on their own process and also saying like yes, it is important to include these aspects when I am interacting with my child and I also really shared very powerful examples of how you can feel different emotions at the same time.  It is entirely response possible to feel stressed and anxious about particular things and at the next moment and enjoy the belly laugh and see how your child responds with I have a surprise and relish in those kinds of things.

Community and support were very big things that people talked about as being meaningful to them to help them find the joy.

»: This is Linda Lytle.  She is not here with us.  But we want to make sure that she knows she is a really big part of our team picture she works at Gallaudet University and was not able to join us, but we wanted to make sure that she was acknowledged.

»: So the goal ‑‑ so where we are at and where we are going ‑‑ we took the SEAM tool and looked at how can this meet the needs of our deaf and hard of hearing population, changing the language in the SEAM itself to be a little bit more of what we would consider to be Deaf friendly and terms of this saying it, would be say in sign or communicate, focusing on not just the saying it verbally part.  We want to raise awareness of the social and emotional development in children who are deaf or hard of hearing because we don't have anything that a specific for them, we contacted the publisher and we asked them about being able to adapt this to making it available online.  We are in the process of making that happen.  We have the privilege as early interventionist to be in the People's' homes and be able to talk about this.  Often times we are the people in the room who say, "We have a referral for a Deaf and Hard of Hearing kid, yeah!" We are excited to meet this family even if no one else in the room is and we want to bring positive energy and reframe the conversation from the perspective of what is going right and how can we move forward.  This is my son.  He is a four months old and he is here at the conference.  I cannot even express the joy because I am a new mom and I don't even understand it.  But yes, this is my family.  So really, I think for me, having a child has really helped me to better understand the perspective of being a parent in this conversation and recognizing, you know, those little moments really do mean so much to us.  Like how do I take advantage of where ‑‑ of all of these feelings that I am having and to be able to move forward with providing services?  And being okay with where they are at, in order to help them meet where I am at because I am really excited to be working with them and helping everyone to be delighted about the process.

»: Especially from a parent perspective, working on the SEAM tool was very vital and very wonderful process to engage with families.  As parents, Janet and I were very eager and we are like where do we go next?  We want to help parents and families and what can we do with this?  So I think we kind of came together pretty quickly with this idea of making a movement.  It is not just us sitting up here, but it is this idea, this concept, this I don't know ‑‑ something that will go viral ‑‑ watch know we will take over Twitter and crack the Internet or something.

But really ask for the help of the people out there who are doing this work, both professionals and parents to help us and join in this joy movement and see how far we can get with it and what we can do to perhaps infuse this into all of our work?  So Marilyn will talk about the professional aspect of this, but as far as parents, I will speak to you in the room right now and we have a large contingency of parents right here.  So while I have you I will ask for your commitment, if you will, and you don't have to go crazy with this, but there is a few things I think you can do in order to help this idea of spreading this joy movement and we have actually written down ‑‑ and I don't think I have enough handouts for all of you because I had no idea again, but I will be happy to post this information or share it, but we have some quick ideas for our movement and that is to call on our parents to be parent ambassadors, joy and ambassadors.  We call ourselves Joysters every once in a while, just for fun.  But joy ambassadors inspire parents and other leaders from a variety of geographic areas, cultural, language, and experiential backgrounds.  
This is very inclusive to focus on these magical moments of what brings joy to you and to your children and how you can spread that to the families that you touch?  And this can be on a very informal basis.  All of us go to the grocery store and we run into people and you see they hearing aids or you see signing or queuing going on, and I'm like blah, blah, blah ‑‑ they just wanted to pick up milk and here I am.

But what can we do in those moments to spread that hey, I have got a little one at home and take that moment and just try to spread a little joy in that moment, even if we meet them where they are.  It may not be joyful on their end, but if we can leave them with a little nugget of joy before that interaction disappears.  You never know what that could drop into someone else's life.

Make sure we go back and rejuvenate our story, right?  Because as parents we are always asked, many of us, especially parent leaders to tell our story, right?  Go back and revisit your story, the very short version and maybe that extended dance version and make sure that there is an element of joy in that so that when you are talking with them and you are representing parents in general, that there is some element of joy you can spread.

We do have a plan for a Joy Advisory Council ‑‑ that sounds very official, doesn't it?  But the idea is that we cannot do this work alone.  We are a couple of people here and we would love to have input about where is the next step?  Where is this going?  How do we make this a bigger movement?  And then a lot of us are asked to write articles or, you know, posted things on blogs or Twitter, whatever, even our own social media.

I am challenging you to think about what could be elements of joy from your story that could be infused into those articles, those blogs, that social media, sharing it, whatever that is, just to remind our fellow parents about the idea of celebrating and remembering those joyful moments?

And any the other things you do as parents and parent leaders, always infusing that element of joy.  So I hope you are in!
»: I think our time might be up or very close to up ‑‑ we have 10 minutes?  Oh, good!  Oh, good!  I was so stressed right there.

So now I am feeling joy.

(Laughter)

Okay.  So for the professionals in the room, I think I can call for a commitment from professionals both on an informal basis, or hopefully, we will formalize a group of parent and professional ambassadors.  But what we would like you to do is to think about how it is that you can and size the joyful moments, the positive aspects, the idea of celebrating the interactions, the family involvement and activities that you see in your work with families.

We would like you to be inspirational, spread the word to other professionals, and what we would like to do is to come up with, like as Candace said, we would love to take over Twitter and the whole entire social media, but there is some competition out there.  We recognize that.

(Laughter)

But we would like to really brainstorm ideas on information on how we can have strategies for bringing joy into our interactions, home visits, assessments, which are not a particularly on the service don't look like a lot of fun, but it can be fun and which you see children doing things that they haven't done before, or funny things that they do that you weren't expecting into the activities, even into the ISSP I think it would be really cool to have a line on their how it is we are going to work on increasing the joy and the positive interactions within the family and the family members and various family activities that are particularly fun and how we can show those ideas with others as professionals and with the parents and other people that we are working with.

So Janet, all right Janet, I'm always worried what Janet might say.

JANET DESGEORGES:  Just one quick thing too.  I have a little gift for someone.  So I did have raffle tickets.  I had run out because there are so many of you.  But anyone who wants to be in a little raffle, just write your name down on a piece of paper and we will run this around and you can drop it in our little bucket, okay?

»: I think so often we talk about in the context of when we all come together and are serving families, the context of the joy of parenting a Deaf child.  And that is true as a part of this but what I think what resonated for me when we began this discussion was really about being able to tap back into the joy of parenting, the joy of that.  And, of course, they are going to be crossed together, but kind of think about it and that way.  A friend of mine who is a social worker at an audiology clinic where families are coming in to get a diagnostic evaluation sometimes describes it like this:  Where families come in holding their babies like this and when they find out the news, they begin to sort of hold out their babies like this.  And we as parents all know the experience of the process of that, finding out the information, learning the information and he tools and skills we need to get our kid's success.  But if only I could bring back that picture of my grandson running into my arms and reexperience those years of just really need joy, the joy of parenting.

I will close with my favorite joy story that is going on in my life recently.

My daughter, my Deaf daughter and one of my hearing daughters were standing in the kitchen and my hearing daughter was pregnant at the time.  And we were talking about the delivery and it was really exciting and just the joy of that moment, the joy of the first grandchild.  And I said to them, "If I miss the birth, whatever, but make sure you don't go down the hall and do the hearing screening until I am there."  And we are laughing with that.  And my hearing daughter turned, she is like eight months pregnant at the time and she turned and said to my Deaf daughter she said, "Wouldn't it be great if my baby turned out to be Deaf?"  And that was such a moment of joy and there are so many great moments and we have memories of joy and our family whether it is about the Deaf experience or not or just the joy of two sisters standing in a kitchen communicating effectively and sharing a part of their lives together.

So we do want you to be a part of the joy movement and we hope that you take it forward to.  So thank you very much.

»: And now ‑‑ questions?  Yes, and please we either need a microphone ‑‑ you could come up ‑‑ could you come up?  We do need the microphone for the captioning.

She is coming up.

GUEST:  So I am a parent of a Deaf child and a hard of hearing child and I want to do this or whatever ‑‑ do you have an Instagram account?  How is there a way, like how can I find you or find more about this initiative?  .

»: This is for the apparent side.  Candace is the contact and this is her e‑mail, candace@handsandvoices.org, if you are interested in being on the parent Advisory Council or parent ambassador, this is an opportunity for you.  And you can contact Candace via this e‑mail, and she can send out stuff if we happen to run out.  It is candace@handsandvoices.org.  That is for the parent side.

If you are a professional and you are interested in being a professional ambassador, please contact Marilyn Sass‑Lehrer, which is Marilyn.Sass‑Lehrer@Gallaudet.edu

»: Candace, I don't know if you remember this, but it was a parent panel years ago when my little guy was newly identified.  And I was part of it, I think.  I don't know.  Anyway.  One of my co‑panelists, a dad, he reminded the crowd, and I hold onto this nugget to this day.  He said, "These are not projects.  These are children."  Powerful!

»: Yes.  Very.

»: If we remember they are children, there will be joy.

»: Yes, exactly.

GUEST:  Hi!  I am a graduate student in mythology and my question was, about ‑‑ you kind of alluded to this earlier, but kind of striking the balance between not dismissing parents if they are going through a grieving process or are you know really struggling to accept the news that their child has reduced hearing, but also wanting to encourage joy.  Do you guys have any further advice on how to toe that line and how to do that sensitively, but still help them be ‑‑ and see their child is a magical child they are and encourage that?

»: A couple of thoughts.  One is giving parents permission and just reminded them that it is possible to hold those two emotions.  Many people think happiness and sadness are opposites, but they are really not.  You can be sad about a situation that was unexpected and you are sort of going through some emotions around that, but you can still say, "And yet I find that the baby giggles and it fills my heart."  I think having that conversation is one.

Also letting them know that for every single parent, there are ups and downs and it is part of the natural process.  We are out of time, but we are happy to respond to any other questions if you want to come up.  We will do our raffle.  And thank you, so much for joining us.

(Applause)

»: Mariah Cochran, where are you Mariah Cochran?  Yeah!  Mariah Cochran.
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