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[Captioner standing by] 

[Captioner standing by for audio] 

>> All right.  Hello, everyone.  Good morning.  Are we all ready for the presentation?  I'm looking out.  You all look so tired.  Let me see some enthusiasm.  All right.  

My name is Jennifer, and I am the room monitor.  I'm just here to make sure everything goes well.  It's just important you know where that fire exits are.  They're here, here and here.  Please enjoy yourself.  There's water in the back of the room.  

There is a group of four who will be presenting on their topic today, Becoming a Leader.  And Leadership in Small Doses.  I'm looking forward to this topic.  Let's welcome them all.  

>> We wanted to make sure you were awake.  Good morning, everyone.  Thank you so much for coming into our session.  Wanting to listen to us.  My name is Ana Brooks.  I am the consultant for Hands & Voices Headquarters for Latino Family Support.  

This is not set up for a short person [laughing].  So I currently amount Chair for the Hands & Voices Advisory Council for Latino Family Support.  I have lived pretty much all up and down the Pacific Coast.  I was born in Mexico to Salvadorian parents.  My family migrated and mostly raised in Southern California.  My husband and I reside in Oregon with our two children and our oldest brings us to this work.  She was born with bilateral hearing loss.  

I'm going to introduce our panelists ‑‑ well my fellow panelists.  At the end.  We have Mariana Barquet.  She was born and raised in Mexico City and lives in Indianapolis Did I say that right?  She has a deaf + son.  He's 11 years old and she serves as GBYS Coordinator and the ASTra's Program's coordinator for Indiana Hands & Voices.  

Next to her we have Yuliana.  She was born and raised in Mexico.  She lives in Wichita Falls.  Did I say that right?  In Texas and has a daughter with bilateral profound sensorineural hearing loss.  

She serves as a lead family support advocate for the statewide outreach center at Texas school for the Deaf and next to her, last but not least is Marbely Barahona who was born in Caracas, Venezuela, lives in New Orleans, Louisiana.  Her oldest son is profoundly deaf and serves as Bilingual Parent Guide for Louisiana Hands & Voices and parent advisor for Louisiana EHDI.  

So a little bit about the Latino Council.  The history of it was, it started back in 2014 when headquarters had a significant number of families across chapters and programs who use Spanish as a first language.  And we were pretty much motivated to expand an already existing effort to those areas, as well as with headquarters.  

And the Spanish speaking forums began together with a small grant from Hear the World Foundation.  It provided an opportunity to pull resources, thought leadership and formalize support for innovation around supporting families who are Spanish speakers.  

And in 2016, the group began to formally start meeting.  They were facilitating and leading forums for ‑‑ and they also had a director for Latino Support.  You fast forward into 2018, the Hands & Voices HQ Advisory Council for Latino Family Support was formed.  And it provided ‑‑ it provides an opportunity for Latino self‑determined and leadership and Latino Support.  

The Council is an important think tank of support to draw from wide range of interested participants serving Latino families.  Did I get it?  Okay.  

So you may be asking like, why the title of our presentation or our title of our session today?  What we know is that this is a common theme when we're serving Latino Hispanic families as oftentimes, there are barriers with engagement.  There's also barriers in the way that others perceive leadership.  And some of it is very much intertwined with culture.  Some of it could be hindering participation due to language.  And so we just kind of wanted to give you all a bit of a perspective.  By a show of hands, how many of you are parents?  

Okay.  And how many of you are providers or professionals?  Okay.  Awesome.  Thank you.  So often with our non‑English speaking families, the other barriers that we run into is information is not in their native language.  If it is, they're not given an opportunity to actually soak in the information in a way that they understand.  

We often hear the word "resilience" and not in a positive way.  This comes from hard work.  It comes second nature.  Really, Latino Hispanic families are hardworking and they're family oriented.  They're multi‑generational that come with extended family members.  

And leadership is impacted by this extension of the family home.  Leadership is often associated with advocacy.  For our first question, what does leadership look like in a Hispanic Latino family?  I'll let Mariana and Yuliana start us off.  

>> Hi, everyone.  Yes, for the first question.  Leadership in the Hispanic family looks very different.  Everyone hear me okay?  Yes.  It looks very different.  The council members were talking earlier, the dad here is usually seen as the provider.  He's the one that works in the home and brings in the money.  The one who brings in the income, and he's usually seen as the authority figure.  

But the mom, and we all know, the moms are the ones in charge [laughing].  We all know that.  We let dad thinks they're the ones in charge, but really they're not.  The moms, we're the nurturers, caring, ensuring kids get to their appointments, their IEPs.  Troubleshooting, whether it's the processors or hearing aids.  So in reality, mothers in Latino culture, without knowing, they're the ones taking the role.  They're the ones becoming leaders.  

And sometimes it's very difficult, especially for Latino moms to see ourselves as leaders.  I had the hardest time seeing myself as a leader.  So it's very common in the Hispanic culture.  Is there something you to add?  

>> Hi.  This is Mariana.  We always say, and I tell this to people, leadership in a Hispanic home is typically inside the doors.  It doesn't show outside the doors.  What happens once the doors are closed is unique.  Outside the door, the father is the figure, the face, the decision maker.  Once the door closed, ask my husband, happy wife, happy life.  There's no rule around it.  I rule the house with an iron fist and they joke with me.  He's like, honey, can I take $100 out of the ATM?  Yes, baby, you can take $100.  I make the education decisions.  Medical provider decisions.  The supermarket, honey, can you have this, this week?  Yes but you'll pick it up either way because I say so.  

I joke about that but in a typical Hispanic home like Yuliana was saying, mom runs the house old.  It runs like a clock because of mom and typically Hispanic households runs like a clock.  It's clean, laundry done, homemade cooking every day.  Everyone sits at the table.  There are cultural rules set up, we didn't think about them being rules.  It's just the way.  

If it's a multi‑generational home, which is very common for our families.  You know, grandma, uncles, three families live together.  They build the next bedroom next to the other bedroom and it's falling off the cliff but doesn't matter because that's how we do it.  And it's proof of generations that it will not fall off the cliff.  They're always there.  

The oldest woman will rule the house.  That's how it looks.  But what happens when you step outside the doors of the home, there are a lot of factors out there that become things that create a lot of fear within these families, right.  

And that's how it turns to look differently.  That's why the man talks.  That's why the man makes some decisions outside the doors.  We already told him what to say.  It's not that he thought about it.  He know what is to say.  
[Laughter] 

But inside the doors, the leader is the mom.  Behind the scenes, the leader is the mom.  The decisions are made.  Mostly by the mom.  And then the dad has the honor of saying it out loud.  

>> I think we all have different stories about where we started our leadership, or what we would typically say is leadership.  But honestly, I think for me, it really started with my daughter's preschool teacher.  She was like, hey, it looks like you like sharing information.  And you also you like to connect with families.  I think it would be good for you to start a little group.  

She wasn't tied to an organization.  My daughter was aging out of that program.  There was no need for her to really persuade me or push me or motivate me to do anything at this point, right.  It was out of her scope of work.  And I remember thinking like, huh, I really do like connecting with families and I do like sharing information about how to communicate in an IEP meeting.  IFS meeting at the time and that's what started the whole snowball effect.  

And it wasn't a big, huge thing.  It was just me connecting with two other parents who happen to be growing in the same program that my daughter was growing up in.  

>> How I started.  So having a son that was diagnosed when he was 14 months, my English ‑‑ he's 24 already and he was diagnosed when he was 2 years old.  So we are talking about 20 something years ago where everything was different even my English was worse, believe me.  

I have improved a little [laughing].  But what they were saying about Latino, how we perceive others, I would never thought about myself being able to be a Latino mom, a leader doing what I'm doing right now for the children, for Hands & Voices, for EHDI.  Never thought about it.  Never passed my mind because that we already explained, we take care of everything at home.  We are taking care of the family, but this is it.  That's it.  

I had a full‑time job, 8:00 to 5:00.  Awesome job I. Wasn't planning to change what I was doing back then.  But when my son was diagnosed, I happened to speak broken English and Spanish.  So the audiologist at the hospitals used to call me a lot.  I have a Spanish family.  Maybe you can talk to them.  So I started just being a volunteer.  You know, not working for anybody, just the hospital call me because I had a relationship with the audiologists and, can you talk to this family?  That's how it started.  

Calling families, talking to families and sharing with them my story, my journey and things that was happening in my life.  And after a couple of years, somebody from EHDI actually discovered me [laughing].  

So I felt like somebody from EHDI for at Cochlear Americas, she met me and recruit me.  But really it started as volunteer, which is the best way to start doing something.  

>> I love having this conversation because our journey started very differently.  Mine started just out of frustration.  I was a very young mom.  My daughter will be 21 next month.  She has profound bilateral hearing loss.  I remember walking out of an R Meeting crying and feeling so hurt because it was a sense that it was me ‑‑ us against them, her school.  The school team, that's supposed to be our team, it didn't feel that way.  

I was feeling so ‑‑ I was feeling so much pain in my heart thinking, why do I feel this way?  My daughter was little.  I believe it was kindergarten.  I speak the language.  Again, my broken English.  How does other family who don't speak the language?  How much more traumatizing is this for those other families?  So I wanted to learn more.  I wanted to educate myself.  So I started searching for resources.  

Again, this was 19 years ago.  There was really ‑‑ I didn't know about Hands & Voices.  I didn't know about EHDI.  That was not in the picture.  So as time went by, I started educating myself.  I remember one of the teachers telling me ‑‑ we would move a lot because my husband was in the military.  One of my teachers told me, at your next school, let them know you're an involved parent.  They'll know what that means.  

After that, I remember teachers would come to me, can I share your number with this other mom?  She needs to hear from another mom.  And sometimes I tend to be a little straightforward with my questions.  So she said, you ask questions we can't really ask as professionals.  Can I share your number?  That's how mine started.  

And later on down the road, another teacher told me, you have heard of Texas Hands & Voices?  I said no, she told me, they have a program called Guide by Your Side and you are a perfect match.  Submit the application.  The deadline is tonight.  And I went in, and yeah, the rest is history.  That's how mine started.  

>> So for me, it is a little similar to Yuliana's.  When we had ‑‑ or when the transition for my son between early intervention and moving into the preschool program, right.  We lived in a tiny, tiny, tiny town that was called Farmland, Indiana and I joke about it because it is a town.  It does exist.  830 something people.  I was the minority.  My mother‑in‑law was a speech therapist and my father‑in‑law, my children's grandfather, was part of the Board of the school.  And they fought me with the nails to give him what he needed.  We had lawyers at our meetings.  

I was naïve thinking it would be an easy process because the family was so involved and they knew them so well.  It was the worst time in my life.  I cannot tell you how hard it was.  And I remember, I have a few funny stories about it.  I'm sitting in a meeting and I tell them, I did not cross the Rio Grande swimming to come to this country to see my child fail.  

My husband who was sweet, Honey, you flew American Airlines.  You don't swim anything.  I was like, do not say that now.  I was no angry.  But we have funny stories we joke around.  I didn't swim anything.  I would die if I swim anything.  

But, you know, it was such a traumatic process that living ‑‑ when we finalized that and got what he needed, it was over the weekend.  He was supposed to start Monday and he was supposed to start a preschool program that was 72 miles away.  I drove that child for two years, every day until we decided to move.  I couldn't do it anymore.  

I remember walking out of that meeting thinking, how do my people do this?  I am bilingual, kind of choppy accent, you know.  Knew some of the words I mix around.  But I can get along, and I can convey my message.  And I ‑‑ my heart broke thinking of a Hispanic family that didn't know the language.  There was no American guide that didn't have a speech pathologist as a mother‑in‑law.  I remember walking out saying, I will not let my community go down this way.  

It took me six years to start the ASTra program in Indiana.  We started it, it was painful and traumatic, but we started it and had it five years.  That was a breaking point I will never forget walking out of that building saying, I promise to myself that my community will not go through this alone.  

>> I really like that.  Our stories all intertwine in the way that we just wanted to support our community and others saw something in us that we didn't see, right.  We just ‑‑ all we want to do is just support our community.  Like, that's the ever growing seed inside of us.  

>> So how can we encourage a Hispanic Latino family to become leaders?  This applies also for every parent, not necessarily Latino parent, but every leader, every parent.  How we encourage them?  Sometimes Hispanics, as we discussed, we feel like this is not for us.  In my case, I won't speak for everybody, but I look for what I cannot do, and I think I can't do this or I can't do that.  I'm too busy or whatever.  And we put resistance ourselves.  

We put so much resistance we don't see ourselves like what Mariana and Yuliana was saying earlier.  We lead the home.  We do.  We lead the home.  Husbands, they are not here, so our husbands, they go to work and they provide and bring the check to pay the bills and everything, and we appreciate that.  But the homes, we lead the homes, but we don't tell them.  But when it comes to, okay, so you can be a leader.  You can approach.  You can do this and that, we feel like no but I can't.  

So in my case, I don't speak English very well.  I can't do this.  How in the world am I going to speak in front of people?  Like I am doing now.  I remember this quote from a lady that's a leader and she says, Do what scares you the most.  And I find myself the last 10 or 15 years, doing what scares me the most, speaking in front of people in English I. Can speak Spanish to everybody.  I can talk five hours in Spanish very well, let me tell you.  But in English?  

That's what we see when we are trying to get those parents, those leaders, they feel like, I'm not.  I don't speak the language.  Or they feel they so have so many limitations.  We have an awesome story in Louisiana.  Our friend, she's a parent guide for Louisiana.  And she's Spanish also.  I remember when I went to visit with her, when her daughter was getting the cochlear implant at the hospital.  The baby was three or four months or something like that.  

I usually go to the hospital, bring a present and you know share with them a couple of hours.  We were talking with her husband and her and she looked at me and told me, Marbely, I want to do what you do one day.  I don't do anything special but it was like, okay, somebody is looking at me.  And I can be somehow a role model.  She doesn't know I just left my kids fighting, you know, in the car.  That my car is a mess.  That there's milk spilled in the mini van.  She doesn't know anything that's happening.  

What she's seeing is Marbely sitting down with her, supporting her and her husband, because they're about to have a surgery.  I told her this, okay, you can be what you want to be, really.  And one day, I really would love you to do what I'm doing.  You need to prepare yourself.  Don't ever feel you need to know everything, because you won't.  But you need to do the basic things.  

You need to learn English.  Are you driving?  No, I'm not driving yet.  You need to learn to drive.  And you need to do certain things to prepare yourself to get to the point you can start getting the role of being a parent leader.  And, you know, we conversed with her and her husband.  I didn't think about it.  I will invite her for activities, events for Hands & Voices.  Give her small task and invite her to different things.  And she started, little by little, getting involved.  Getting involved.  Hey, I enrolled in this English class.  Hey, Marbely, I'm driving already.  Now she lives me.  Hey, Marbely.  

So she started making changes she didn't see herself doing and now she's another Bilingual Parent Guide for Louisiana Hands & Voices, which we are proud to have her.  Her English is not perfect, she's still learning.  But she's right there do what she needs to do and conversing and communicating with those families because that's what the families need; somebody that looks like them.  

>> I really liked Dena's story because it was such a great way to start such a small ripple effect in the way that you see this person grow.  Like, that's my favorite part of encouraging other parents.  Like to seek out, you know, to get involved.  Seeing that growth and advocacy.  

>> You know, for me, when I look back on my life, I'm a little on the older side so bear with me.  I look back a few years.  I have felt that I grow the most when someone believes in me.  It's not just ‑‑ it's the strong belief I can do it.  Like Marbely said, I cannot do this and I question myself.  But when someone has believed in me and said, you can do it.  I'll be right here next to you, that's when I have done those big jumps in my career, or changing careers because I was not a parent support person in Mexico.  I was an Assistant CFO, so a lot of numbers, economy, things like that.  

But I remember clearly, when I would pitch these ideas to my GBYS coordinator, she's like, you're doing a cook out and bringing food, kids are running around, there's going to be a fire.  Yes, it's going to be awesome and we'll be hitting a pinata with a bat.  I could see her eyes go like, oh, liability.  Oh, gosh.  She's like, okay.  Let's do it.  

So, that's how the Hispanic groups started growing in Indiana.  When my boss stepped down and some of you know Lisa, who was a wonderful mentor for me, she gave me a two‑week notice.  She pulled me and said, that's it.  You have two weeks.  And she stepped down.  

And I was terrified.  But I remember her looking at me and said, you're ready.  You have been doing this.  It was a bit of a jump ‑‑ kind like a leap of faith.  It took me four years to find a Hispanic Parent Guide to replace myself, and we finally found someone last year.  And I have been training her.  When Blanca came to our program, she had no idea of hearing loss.  Her daughter was diagnosed two months before.  She has a complex syndrome that involves every aspect of her life, the life her daughter.  She's probably had 28 major surgeries, so she's very aware of the medical system.  But the hearing loss was completely new to her.  

When I met Blanca not great English.  They came from Mexico to provide medical care for their daughter.  That's the reason they moved to the U.S.  I was like, I can teach you anything.  You have papers to work, enough English to do it, and you can drive.  We can do this together.  Little by little.  Giving her a couple cases right next to her, all the questions she had.  Then four cases and 12 cases.  She has a full case load.  A Hispanic case load in my state is 90 to 100 families.  Those are case loads for Hispanic Parent Guides because we cover the whole state.  Typically, it's just one person.  

She has a full case load and, of course, we support her as needed.  I sent her a text, what are we going to do for Day of the Children?  April 30th is day of the children.  She's like pinata and a bat and families will bring food: And I hear myself.  And I cringe because I'm the coordinator, the responsible person and I cringe like, yes, we're going to do it.  

People providing you the right supports to grow , as a leader.  And being there, meeting Blanca and Dena where they are.  It doesn't happen over night.  There's a lot of processes that go behind the scenes for a Hispanic woman to become a leader.  To stand in front of a group and speak for their community and grow those relationships.  Her technical knowledge of hearing loss and language modalities and things like that.  All that can be done.  It's just if you have the right person with the right language and the papers to work.  

>> One little thing and I'm sorry, don't forget to make the invitation and don't get tired of making invitations.  Sometimes, we feel like, oh but I already told her, I already invite her.  Don't get tired of inviting.  Because at one point, they'll be ready to attend.  

>> This is kind of like the big question is: How are you practicing succession with current leadership roles?  And I think it's ‑‑ there's not really a big huge answer.  I can tell you that for me, one of the ways I liked to have parents dip their toe in leadership is I tell them to write their story.  Hey, why don't you write your story and let's figure out where to have it be published or where you can share it.  

Because honestly, representation matters.  If other families see that, oh, they also have a kid who has a cochlear implant.  They also a kiddo that has a Baha and it's a kiddo that looks like my kiddo, that's very impactful.  It's not something huge they'll be in the PTA right away.  Or they'll go and start a play group like I did.  It was more like, let's just write your story.  And let's work together on smoothing out all those parts of your story so that others can feel represented, feel empowered and are able to speak up.  

>> Yes.  And what I can add to that is that my role is a little different.  I'm a former parent guide.  Now I work as a lead family support advocate at Texas School for the Deaf and I work for families of newly diagnosed babies.  

So that time is very, very crucial.  And I see my families has been vulnerable, very fragile.  Sometimes they ask me, what do I do?  My audiologist has told me my baby needs cochlear implants but I don't anything about cochlear implants.  So we work with those families and provide the resources.  I tell them, I cannot tell you what to do.  I am here to provide you with the information to make the best choice for your child.  

When I see very important is to get families engaged early on.  And I don't think it's ever too early.  In my home state in Texas, what I do is connect them with the resources.  Connect them with Guide by Your Side.  Sometimes you come across families so eager, so hungry for information.  I want to know more, please send me everything.  Then sometimes we see families that are the opposite.  I'm so overwhelmed.  Give me some time to process this through.  

So we give them the time.  And when they're ready, like Marbely just said, keep inviting them.  Keep following up.  They may not be ready now, but they may be ready early on.  We have so many things going on at the house and the care givers and the ones in charge so sometimes it's difficult for a lot of Latino moms to get involved.  But let's present them with those opportunities for them.  

A lot of times, they're not able to volunteer their time.  They have their hands full.  Let's find compensation.  If we want them involved, let's find the funds, find the resources somehow because they're out there.  Yeah.  

>> Can I just add one more thing?  I think for me, all our kids have also been involved.  We've also ‑‑ so that's part of our succession planning is we train our kids to be self‑advocates, right.  They learn to become great advocates.  But in that growing of being a great advocate, they're also great advocates for their community.  And then that kid then starts that ripple effect again, right.  That's also part of our succession of leadership because some of our kids are involved in youth groups, youth councils.  Do you want to share about your daughter?  And we've also had your son come and present to the council at one of our forums.  So that, to me is part of that succession of leadership where kind of growing the next generation of leaders within our own home.  

>> That's true.  My daughter is 20 years old, will be 21 next month.  She applied for position of deaf mentor.  She went to the interview and they told her, we see you more as a role model.  We need more young Latino educated woman.  She's in college right now.  So they said, you are very nurturing and very caring.  You have mentioned throughout the application or training process how important it is to provide the modelling to our children, to our younger generations.  And how caring you are for ‑‑ that our children are given the resources, that those are provided for them.  They told her, we want to see you more as a role model.  Of course, it makes me a very proud mom, but exciting to hear.  

>> I just wanted to say, my son, he was in college.  When he went the other day he's like, Mom, this lady has a little baby with a cochlear implant.  I went and approached them, how are you doing?  I have one like you.  And I asked her, are you a member of Hands & Voices?  And they told me no.  How come?  For him and his world, it's like everybody, because if you are deaf, that would be nice that everybody knows about Hands & Voices, but it happens they didn't have a chapter where he is at.  

But the thing is like, he is learning ‑‑ well he's already a young adult.  But he learned at home that those opportunities to be a leader, don't be quiet.  Don't keep your mouth shut.  People need your story.  You have a story to tell.  It wasn't easy and it was wonderful, but you need to open your mouth to anybody.  So he ‑‑ and I feel very proud every time he tells me things like that.  Because he goes and he finds people, and that's a good way for him to become a leader.  

We're getting old.  We don't look like it, but we do.  But we know that we need that, you know, generation to follow us.  

>> Speak for yourself.  I'm not that old.  

>> No, I speak for myself [laughing].  

>> Marbely speaks for herself and I.  I want to speak for myself.  I have no shame, I'm paying my kids for them to volunteer.  There's no shame in that.  When I present or have meetings, my son, he knows my tone of voice.  Jack.  How much?  $2 a minute.  He comes to the screen and he talks to the family.  The only thing they want to see is see my son and see what he looks like and communicates.  Sometimes they don't want to talk to me.  They want to talk to the 12‑year‑old kiddo that goes to school and knows how to read: 

Sometimes I put him in front of the screen to read.  We have a reading event so often and hard of hearing teenagers read: The only thing the parents want is see how they use the language and how they're fluent in it.  Being a Hispanic leader requires extra time and extra effort.  There's a lot of cultural bridging for these families to have equal act access to information.  

There's a lot of cultural differences that are not common sense because our common sense is from a different country or experiences growing up are from a different culture, different country.  Or a different time.  When I see what my kids did in school, I'm like, I cannot help you.  But that leader either is a parent guide, either is a family liaison, audiologist, pediatrician.  Any provider will require extra time in order to prove equity in the services.  

Not because you say it and it's translated, the family can understand the message.  It has to make sense to what their cultural framework they have.  That takes time.  I wish I could tell you no it's immediate.  These families are bright.  

You know like Sophia says, you have no idea how brilliant I am in Spanish.  It's not a lack of skill or capacity or to want to learn more.  But when you translate to a different language or culture, you're thrown into the need your child has that's different than what you know.  Good, bad, ugly.  It's different.  It but the you in a place you're at a disadvantage.  And in order to bridge that gap, it takes effort and takes time.  I try to talk with a lot of providers saying, if you think we'll do an IEP meeting in an hour, it's at least double because things have to be said twice.  

But on top of saying them twice, you have to translate the content to a place where the families understand what the special location law means.  What the term, least restricted environment, means.  When you make the audiology appointment you tell the family, go to the pharmacy and pick up the over the counter medication.  It makes no sense to the family.  You have to explain what OTC means.  Is that a UTI?  No, it's OTC.  But it takes time.  For us, the areas we have, I have to budget more hours for my Hispanic Parent Guide not because she's slower or because she doesn't learn at the same speed, because I know behind the scenes work she has to do for these families to have equal access to the information out there.  It's double the work.  

So think that the work can be done at the same time, it's unfair to the provider and to the families.  You have to invest.  I know it's not what we want to hear, but unless you invest, that person's not going to be able to succeed.  

>> I just wanted to add something really quick.  Because what you said, Mariana, you have no invest.  And sometimes, us professionals, audiologists, if you are speaking with a Spanish speaking family, and I know audiologists, your time is gold.  And thank you for that.  But take a few extra minutes just to answer those questions for the parents.  

Because sometimes, we don't understand the terminology.  I was not familiar with what profound hearing loss meant.  And the audiologist did not take the extra minute to explain it.  Later on of course I educated myself and I understood.  But nowadays, you still talk to families who say, well my doctor said my baby is fine.  

Then I look at the record.  The record says their baby has hearing loss.  She said, we did have a translator.  Sometimes that information is lost.  It gets lost in translation.  So for audiologist, thank you for everything you do.  But if you know this is a Latino family coming with an interpreter, just take a couple of extra minutes.  And ask those open‑ended questions to ensure they understood.  Thank you.  

>> And I think that's a great point because most often, our families are not well versed in the system.  You mentioned it.  So you really got to put into perspective, I like this great visual.  Typically, our English speaking families have this great starting line because the information is in their language.  And they're kind of ‑‑ they kind of know what the school system looks like, right.  

Our Spanish speaking families, while the parents might not have grown up in that system, maybe they migrated, their starting line is a little further back.  So in order to just play catch‑up to the starting line of our typical English speaking families, there are a sequence of steps that we need to build‑up, which leads me to our next question.  

The role of like cultural compassion and leadership.  How does that come into play?  One of the main things is that we need to avoid re‑traumatizing families.  Often, there are many, many, many ‑‑ I want to say ‑‑ incidents, issues, topics, barriers beyond just a language barrier that hinders participation.  That stops families from wanting to be the center of attention.  

Stereo typing is not great.  Often, I hear families being told, Oh, you're ‑‑ you know, they're so well spoken.  Or they just don't seem interested.  The other thing I hear is, Well, they never show up.  And nobody ever asks why.  Why don't they show up?  What barriers need to be removed in order for participation or engagement to come into play?  

So you can't build‑up leadership if you don't have a parent participating, period.  We know that.  But you can start building right?  You can start building trust.  That's one of the biggest things.  

The other thing is making sure that families are great participants and engaged.  Means also possibly providing child care.  Or making sure families have proper child care.  Or work around their schedule so that they're able to be engaged and actually participate in the activities in a way that it's not just like, yeah, okay, got it, moving on.  

And I don't know if you want to...  

>> Yes.  I wanted to say also, as parents, parent leaders, we practice in compassion.  We are all different.  And sometimes, we get perceived, oh, they're Latinos.  Because they're Latinos, we're all the same.  We're coming from different background.  

I grew up in a household that was completely different to what all of them were.  We have different traditions.  It can be a similar culture, but we have different traditions.  Different ways of doing things.  So when we are parents, and we are leaders, then practicing that understanding, well, Marbely ‑‑ I'll speak for myself ‑‑ she has to cook before she sits down from front of the computer for the time sheet.  Every month ‑‑ EHDI people are not here?  

They wait for me for that time sheet because I don't have time to do that.  Those are the last part I want to do in my role as parent guide or working with EHDI.  Because that will be something I want to do at midnight because I don't have time during the day.  

Like if you are those supervisors, those coordinators you work with, those parents that are leaders.  You need to understand, in that household, everything is different for each family.  And they are parents first before anything else.  

>> I'm going to add one more thing because when I was a parent guide, most of the families I worked with, they were either migrants, immigrants, undocumented, and they were fleeing countries that were filled with violence.  And they were timid.  Like I said, they don't want to bring focus on themselves out of fear that they'll be negative impacts, right.  

The other layer so that is, they could also be experiencing poverty.  So when we're asking like, hey, why are they not coming?  They never show up.  Because that's often the thing that I get.  Is, ask the families.  Hey, is there ‑‑ it really seemed like you were interested in this event and we catered to the community.  What would allow you to come?  Is there something that we can do to help support you?  

Most often, you would be surprised, it's usually basic needs being met.  And in that case, who do you collaborate to make those basic needs met for those families?  Because that starts building trust.  They can come to you and said, hey, you helped me out with this thing.  And once you start building trust with one family, you start ‑‑ word of mouth starts spreading.  And then you're going to have the other problem, now there's too many families showing up and I don't have enough materials or enough food for them to come.  

>> I would like to add.  For those few providers that are professionals working, audiologists, teachers for the deaf, speech‑language pathologist, sometimes the responses for the request to the system or suggestions to the systems may be unexpected your framework, your culture, what you expect, think capacity.  Think that these families can do it.  

Sometimes these responses are deeply rooted in their cultural experiences or customs or traditions or beliefs.  There's a lot of like ‑‑ you know, Central American families, for example, in El Salvador signing with your hands is for gangs so sign language is a huge taboo because in Salvador, they cut the fingers teenagers who sign a certain way.  

I had families say, you have thought of learning that or interested in pursuing that?  And they're like, whoa, in my country that's gang.  So there are some things that come from experiences they've had.  Like oh, whoa, really.  No, we don't want to learn that.  And you're like why?  Wouldn't that help their child?  Don't they want the best for their child?  We question the why for the responses.  There's so much behind, kind of like reactions of pulling back.  

I'll share a story quickly.  I work with a doctor but I hate doctors for myself.  My son has 11 specialists.  I have zero.  I like going to the CVS walk‑in clinic when I'm sick.  I remember the doctor saying no we're not touching that.  I'm giving him supplements and tea and I joke about this because my husband is like, he has a head ache.  Give him a Tylenol.  I'm like drink water.  That cures everything in my country.  

The American way of looking another things, my husband and I argue about this, I'm opposed to medication.  It's a way of growing up in Mexico.  It's because of money, it's expensive.  We don't have access to medical care.  I grew up in a town the roads were dirt.  We got water twice a week and carried 37 buckets of water every Tuesday and every Thursday.  We didn't have that.  

So my mom cured us with the herbs the market lady sold, and we grew up pretty healthy.  I'm like, I think I grew up pretty healthy and can cure everything with my herbs.  But I see providers, I am telling them to put the hearing aids and why they're not doing it?  Like Ana said, there could be so much behind that response we won't get to understand.  

The question, the cultural compassion question, how can we do this together?  What would work for you?  How can I support you?  Because at the end of the day, the goal ‑‑ and there is a common goal ‑‑ is that our children acquire functional, successful, language to have a meaningful life.  How can I support you so that it works for you?  It's not for me as a provider.  

At the end of the day, it's their baby.  It's their child.  They are the ones that are going to live with this human being until he graduates.  That question to say, how can we do this together is so important.  It's so helpful to see it that way.  

>> Okay.  And really quick.  Mine is addressed towards providers.  Don't make assumptions.  Again, I work with families with babies.  In Texas, we can get a long list of parents declining to early intervention and we wonder, why did they decline?  Their baby has profound hearing loss.  

I made it a mission to follow‑up and say, was it a true decline or did you not understand?  Majority of families didn't understand what they were declining to.  

>> For the sake of time, we'll pick a word.  Hispanic Latino leadership.  Yeah in one word.  Can you define it?  For me, I think it's eagerness.  

>> For me, I will say hard work.  

>> I will say it's passion.  It's our passion.  

>> Resilience.  

>> Mariana really wanted to share this quote.  I think she mentioned it.  And I always, always say this, I constantly have to code switch between three languages, well sometimes four.  And so trying to get my thoughts in my head and I always ‑‑ it never comes out right.  There's so many great leaders out there, if just given the chance or opportunity.  They may not be able to speak English.  They may not be able to use ASL, but they're out there.  And if you take the time to get to know them, they can become great leaders.  And they can actually lead this next session with us next time.  

Thank you so much for your time.  If you have any questions, you're more than welcome to tap our shoulder if you see us walking out in the hall.  I really appreciate you guys joining us.  

[End of Topical Session 5]
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