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[Standing by].
[Standing by].
>> I feel loud, am I too loud?  Okay.  Good.  Welcome back from lunch.  Now if I can just keep you entertained and awake for the afternoon.  If you need to go get coffee, I won't be offended.  I'm Lisa Kovacs, director of programs for Hands & Voices headquarters.  And today the topic we are going to be talking about is our Guide By Your Side program, which is our parent‑to‑parent support program, and so I see some really familiar faces who are very familiar with Guide By Your Side.  I don't want you to go running out of the room.  In the beginning when you say, well, I already know this, I feel I need to set the stage for those who are not familiar with Guide By Your Side just to describe the program in its current stages, and then the second half of the presentation today, and this session does run from 2:00 o'clock to 3:00 o'clock, the second half of the session will then dive into what our plans are and how we hope to enhance the Guide By Your Side programming in the future.

Room monitor?  Room monitor?  The slides are not advancing.  I'm trying arrows.  Maybe if I try enter?  Sorry.  Okay.  So for entertainment, so how many of you are familiar with Guide By Your Side?  Hands & Voices Guide By Your Side?  

Okay.  So we have a few that are not.  So that's what we are going to talk about first.  If I could just remember what my slides look like, I don't like to talk from notes, so ...  if I could see my next slide.

First, I will talk about Hands & Voices.  What about Hands & Voices?  How many of you are familiar with Hands & Voices?  I can do that without a slide.  Hands & Voices is a nonprofit organization that is a parent‑led organization, which means that all of our chapters, executive directors, Guide By Your Side program coordinators are all parents themselves.  Our mission is to support families of deaf and hard‑of‑hearing kids without any bias around communication choices, educational placement.  We are here for all families for deaf and hard‑of‑hearing kids.

Our motto is what works for your child is what makes the choice right.  So that that's Hands & Voices.  Several years ago we decided to formalize some of our programming and we have 2 programs which are Guide By Your Side and also ASTRA.  Advocacy, Support and Training.  Guide By Your Side is our parent‑to‑parent support matching, as well as we have deaf and hard‑of‑hearing guide support to family matching within Guide By Your Side, and in all of our chapters, we do informal support, whether they have Guide By Your Side or they have ASTRA or not, but these 2 programs have training curriculum behind them and I will talk a little bit once I can get to my slides, talk about why we decided to formalize those 2 programs.

All right.  So here is our vision and mission statement and our motto, which I just talked to you about.  And we have 47 plus chapters in the U.S. and Canada.  We currently have 21 Guide By Your Side programs and we have 2 ASTRA programs.  You can kind of see our map and go to our website.  We have all of our chapter contacts on our website so you can click on chapter information and look for your state or territory to see if we have a chapter or startup effort where you are located.

I mentioned about the support that we support all families.  It doesn't matter the degree of the child's hearing.  It doesn't matter how they choose to communicate, what's most important to us is that families get support.  And if you see in the little photo the beauty of the world lies in the diversity of its people.  We had a conference theme a couple of years ago that really just hit home and hit close to our heart that as an organization, although we are ‑‑ families are uniquely created and may have made different decisions and ways that our kids access their world, we are strongly united in our organization.

So what are some of the branded activities?  Parent‑to‑parent support, adults who are deaf or hard‑of‑hearing support to families.  We have lots of parent and professional workshops.  We have a speaker's bureau on the website if you are looking to bring in a speaker to your area.  We have a speaker's bureau and topics that we can cover.  We work with research partnerships and that's one of the things we are going to be talking about today, is a conceptual framework that has been developed from researchers out of Canada and how we are using that.

Local/national/international parent/professional committees.  We sit on the American Academy of Pediatrics, we do a lot with deaf education at both the state, national, international level.  We have lots of ways that we distribute information, whether it is E news, an actual newspaper that comes out, the Hands & Voices communicator, we have videos and DVDs, we have a YouTube channel.  So there are lots of ways that you can find us.  Facebook, Twitter.

And we have a project that's called the OUR project, and it stands for Observe, Understand and Respond.  The link is here where you can find more information, but this is actually, you know, a touchy subject around the child abuse and neglect of deaf and hard‑of‑hearing kids and most importantly, not necessarily the negative about it, but how can we prevent it from ever happening.  So it is ‑‑ you might want to go to that link.

So like I said, we have 2 programs, Guide By Your Side, what we will be talking about today, and ASTRA.  It is just about a year in its implementation.  We have 6 states that have ASTRA advocates now where if families are having challenging situations with their school districts, they can call the chapter and ask to be matched to help support them in navigating that system.

So like I said, why formalized support?  Well, there are some things that come along with packaging these 2 programs that we feel are needs of families.  So parent‑to‑parent support.  Just being able to connect to another parent.  Adult to parent support, being able to connect to a deaf adult, and then also that advocacy support.  Formalized program offers structure.  Consistent structure across all of our chapters.  It allows for technical assistance for startup.  So Hands & Voices headquarters has a lot of technical support that we provide to chapters on how to start these programs in the chapter where they are located.

We provide ongoing professional development, so it is not just a one and done, come in and do training and then you are on your own and it is forever done, but both of these programs provide ongoing training on an annual basis.

It allows for smaller learning communities so that we can get all of our parent guides together and they can learn, our deaf and hard‑of‑hearing guides can learn together as a community, and also our ASTRA advocate.  It is very focused support to families, and program evaluation that we have built into both of these programs leads to quality improvement.  So we are consistently looking at our programs and how to improve those.

These are the foundational values for Guide By Your Side.  I will give you a second to read these.  So a couple I would like to highlight, number one, the nonbias support, the full range of options to families.  But all of these programs are parent‑led.  And the positions are paid positions.  It is a requirement that the positions may be paid.  I know there is lots of other parent‑to‑parent support out there.  I'm not saying there is anything wrong with those positions being volunteer, but I can personally say that, you know, I did that early in my life and, you know, it is tough when you know that you are providing a quality service, but there is just ‑‑ there is no money towards it, so it devalues the support that you are providing.  So we do require that the positions are paid.

So the Guide By Your Side program goals are to provide parents with the parents with an experienced parent.  So our parent guides and our deaf and hard‑of‑hearing guides, they actually apply for the positions, they go through an interviewing process.  We look for parents and deaf and hard‑of‑hearing individuals that can match our vision and mission of our organization and they are at a place in their journey that they are able to support others.  Provide an understanding of the unique needs.  Because it is a journey we have lived.  Provide unbiased information to families.  We are also a linkage to getting families to resources locally, regionally and state/province wide.

We want to ensure that they are linked to their birth to 3 or local school district, and ensure that families are connected to other parent‑to‑parent resources.  There are a lot of other really great resources out there, and we want to make sure that families know of those.

Ensure that families have an opportunity to create context for their own child's life by connecting them to adults who are deaf and hard‑of‑hearing.  So once again, I talk about us being parent‑led, and we don't want to miss that piece, that parents need that strong connection to deaf and hard‑of‑hearing adults that we can't provide ourselves as hearing parents.  And we want to make sure that families' voices are heard in the system.  

So we are talking a lot about our systems change, so the Guide By Your Side programs have been a mechanism to change systems because they are working intimately with families and they are hearing how the system is failing families in certain areas.  And they can go back and take that to their state or province and say, hey, this is a common thread that we are hearing from our families and we want ‑‑ you know, let's talk about getting this improved in our system state‑wide.  So Guide By Your Side implementation can look very different across our 21 different programs.  

At Hands & Voices headquarters we provide the content, guidance, and support, but we have created this program to ensure that it meets that chapter's needs and goals.  And that chapter, the funding that's coming to that chapter to implement this program.  So some of the programs serve families from refer on newborn screen all the way through school, others might have their funding, the funding agency has come and said we really want to focus on just those, you know, 0 to 3 families, so it really depends.  So I get that question, talking to this state and it ‑‑ it is not headquarter dictating that, it depends on the funding agency that is providing the funding.

So I just want to spend just a couple of minutes, actually, a few minutes to highlight a couple of our programs, because I thought what better way to get you to understand where we are at right now with Guide By Your Side, the success that we have had over the years, than to bring 2 of our really strong programs here and their program coordinators.  So I'm going to introduce first Candace from Minnesota Hands & Voices.  This is our team.  And she is going to get up and talk a little bit about how her program operates and the success that they have had.
>> Thank you, Lisa.  [off mic] little bit of a history lesson, if that's all right.  We started back in 2000.  I was the only person on staff.  I had this great dream, in charge of trying to develop a new parent‑to‑parent program that had some parents [off mic] in Minnesota for many years, but they really wanted to infuse something that was [off mic] continue options for family.  So I started out back in 2 [off mic].  So we had a little bit of funding for United Way chapter, and that's actually how we got off the ground.  At $40,000 for 2 years.  How about that.

But what it did afford us to do is have paid staff.  [off mic]
>>NOTE FROM CAPTIONER:  Very hard to hear at times.  She is cutting out.
>> We knew it wasn't going to last in that type of format.  It is like most states, they have a very centralized population [off mic].  And so successful in getting some more funding through [off mic] foundation.  And that funded our [off mic] program.  So we were able to hire staff in each one of 6 [off mic] regions, and so they would kind of [off mic] regional manager.  We initially started with [off mic].  Even that we knew wasn't going to last too long [off mic] funding structure.  So we are fortunate enough [off mic] nonprofit ‑‑
>>NOTE FROM CAPTIONER:  Really hard to hear.  Her voice is cutting out.  Is there another microphone we can use?
>> ‑‑ along with EHDI advisory committee and we just [off mic] whole thing.  All of this [off mic].  And so that packaging really was very successful.  And so we got 2 years' worth of funding [off mic] trial to see how things would go, and then [off mic] shake out.  And then eventually, we went back 2 years later and [off mic].  So that was unique for us.  I think we are not [off mic] which really is great [off mic].  And then we actually went back a few years later and said we actually need more.  We had numbers [off mic].

We were slowly [off mic].  But we were serving far beyond that.  [off mic].  About $595,000 a year for a state [off mic].  Don't be intimidated.  That means there is a power in, you know, having data and having information about [off mic] that you do.  You have a very strong EHDI team at the [off mic] Department of Health.  And that last round of funding not only allowed us to double our staff, bring on a [off mic] education [off mic], and as well bring [off mic].  So we have a [off mic]
>>NOTE FROM CAPTIONER:  I think there is something wrong with the microphone.
>> But they do have that case load that they can directly communicate in the home language, which makes a huge difference [off mic].  Talking like me, you know, but then when you bring in someone who actually is [off mic], you can share that experience [off mic].

We do collaborate with many, many other [off mic] relationship with our EI program.  We have a very strong relationship with our [off mic] program.  And now [off mic] program [off mic].  What we do is share those resources, so every event that Minnesota has, every Guide By Your Side [off mic] present at least 2 or 3 or 4 [off mic].
>>NOTE FROM CAPTIONER:  She keeps fading away.
>> Like I said, up to 16 part‑time staff [off mic] call them.
>> Thank you, Candace.  Guide By Your Side, you heard her say, they didn't start at that funding level, they started really low.  I'm your girl, your lady, your person, if you are looking at Guide By Your Side, we can work with you.  Don't be discouraged about funding.  We will work to make sure that what funding you can secure, we can build a program to meet your need.

Next up, I'm going to introduce Sarah Kennedy.  She is from our Colorado Guide By Your Side program.
>> Hello, everyone.  Some of you who are not familiar with Hands & Voices may not know that it was born in Colorado 20 years ago, 3 moms got together and decided that there needs to be unbiased information available for every family in Colorado no matter where you live and what kind of hearing loss your child has.  So that's the basis of it.

We actually kind of had a Guide By Your Side program before it had that name, so we had to back up and make sure we met all the regulations and actually apply to be a Guide By Your Side program.  But I would say, I started as a local parent guide in 2000, and eventually, it evolved into a point where it was an official Guide By Your Side program and later I became the director.  Our Guide By Your Side program coordinator could not be here today.  Sometimes you have to share [off mic].

So it started, like I said, 1996, so then about 2000 we started [off mic].  In our philosophy, we wanted to keep supporting parents from the time they knew about any kind of hearing issue, so even before screening, up until a child turned 21.  So like Lisa said, that's different for each chapter, how they decide what their coverage is going to be.

Like most chapters, we have a variety of funding sources.  That initial ability to hire some paid parent guide came from a private foundation, and they focused on building sustainability in the nonprofit that they believed in.  So you never know who your potential partner might be.  We have also had funding from our School for the Deaf outreach department from the Department of Health, obviously, and even the Department of Education, some outreach.

Realizing that we didn't want one organization to be able to influence what we wanted to do, we also do our own private fundraising, so we have [off mic] bake sale, a gala every fall, and now that raises about 25 percent of it.  So it is a Guide By Your Side budget, it is about 40,000 now and we try to raise that every chance [off mic].

So you are looking at some of our team.  Each one of these parents has a unique story and sometimes that crosses multiple fields.  Spanish‑speaking mom, unilateral loss [off mic] surgery repair, just hired a mom who is not pictured here whose child was infected with the [off mic] virus [off mic].  So they are serving in northern Colorado.  We also have a hybrid system that have maybe a regional guide and [off mic] who is available to talk to any other family interested in having their child attend there.  Just if you have questions about what that's like, what the philosophy is, what it is like to have a child [off mic], that parent is available [off mic].

We typically serve about 80 families a year, and 130 to 140 babies are identified.  So you can see there is a gap there.  Some of that is because we are not directly connected to our state EHDI system.  We are still relying on referrals.  But we have enough of a presence online and in the community of audiologists and Early Interventionists that we are getting referrals from them and also parents themselves.  I would say out of the 80 families last who found us, 12 of us found us on their own before their person had a chance to give them a referral.

Finally, I would say we did feel it was very important, as Lisa and Candace have both said, connect families with adult mentors.  The school of the deaf has changed its methodology about how they do it.  They felt like it is a messy system to have all of these independent contractors, and it was difficult for them to process business contracts with each one, so they have essentially moved to a video library of different adult stories.

And while that is useful, we still felt like it was missing that one‑on‑one connection.  So, again, we have compiled what we call the Partner Project.  We have one coordinator who is deaf, and then 5 contractors under her that have been through a training about how to share their story and the very effective way with lots of different kinds of families.  And they are able to meet families one‑on‑one or they will attend events with us and we have also done a little bit of training with them.  So we are excited to see what will happen if they might be invited to attend a school meeting.  IEP meeting.  We have the first one coming up here in March, so I think it will make a really big difference for a child who needs captioning.
>>LISA  KOVACS:  Great.  Thank you, both of you.  A few other thoughts that come to my mind.  One is I believe last year we served 16 in these 21 programs, 1600 new families, unduplicated families.  So of that 1600 families, they probably got who knows, 10, 20 visits, you know, connections.  They went to family events.  So there is a lot more that goes on, but just think about that, and that's the families once again that we actually made formal matches with, lots more families had access to Hands & Voices services.

We have 135 trained parent guides currently in those 21 programs, but like you saw, Mariana [off mic] she has developed her leadership skills as a parent leader from, you know, her first introduction to Hands & Voices was being connected to another parent in our state.  I remember getting the information about her child through newborn hearing screening and the EHDI program connecting her to a local parent guide.  She got the support she needed, and now years later she is in a role where she is supporting other families.  So that's really the, you know, beautiful part of Guide By Your Side is watching us grow parent leaders across the U.S. and Canada.

That's a little bit about our success of our current program, but what I really want to talk to you about today is what's next?  What's up for Guide By Your Side next?  Because we have experienced some great success over the years.

So recently we had been in contact with researchers out of Canada, and I'm going to pull up some information.  I hate [off mic], but I don't want to misrepresent them.  Because they are not here.  I was hoping Dr. Sheila Moodi would be here, because that's who our partner has been, and she wasn't, so I'm presenting with feeling as if she is standing next to me.  But there is some research that's been done and a parent‑to‑parent support conceptual framework has been created and that's what I'm going to spend the next 20 minutes talking to you about and how Hands & Voices tends to use this research, parent‑to‑parent support framework to enhance our work going forward.

So the background of this is a scope and review of literature was conducted resulting in the development of this conceptual framework of parent‑to‑parent support.  The purpose of it was the study sought stakeholders' opinion and feedback, constructs component and the design of the framework.  Electronic Delphi study, it was completed with 21 hand‑picked experts.  2 of us were from Hands & Voices as those 21 hand‑picked experts from 7 different countries who had experience in the provision, research and experience in the area of parent‑to‑parent support.  Participants completed an online questionnaire, open‑ended questions, to answer various questions related to the descriptor terms that were going to be used in the framework, the definitions, the constructs, the component, and the overall design and framework.  So a lot of work went into this.

The result, the participants' responses led to the version of the framework which went through 2 versions before the final version that I'm going to share with you now.

But here is the framework.  I don't know how well you can see it, but we are going to look at each one of the constructs.  So when I say constructs, I'm talking about the well‑being, knowledge and empowerment.  And if you see on the far left, you have got the supporting parent, so that would be for us in our work, that would be the Guide By Your Side parent guide, and then the learning parent would be those families that we serve.  The components would be the 17 components on the far right‑hand side, which you I know can't see, but I'm going to blow these up and look at each construct individually first.  

So when we think about parent‑to‑parent support, thinking of the construct of well‑being, we have to look both at the child well‑being and the family and parent well‑being.  So what came out of the research, and the Delphi study was looking at the components when you think about the child's well‑being, looking at self‑determination, participation, and goals of the child.  And then parent and family relational pieces, so the parent and family's relation to the child and the support, the emotional support the parent or family might need.  So those are the components of the well‑being construct of the parent‑to‑parent framework.

The next construct is knowledge.  So there was lots of questions that went into talking about the knowledge of the family.  And within this we looked at advocacy, systems navigation and transitions for that family, and the education for the family.  When you break that down into components, the components of advocacy were legal rights, representation, and the financial resources.  The system navigation and transition was navigating systems by getting access to the specialists that they might need for their child as well as services.  And then the family education, what resources, information or skills does the family need when we are talking about family knowledge.  What can parent‑to‑parent support provide to families under the knowledge construct.

The last construct was empowerment.  So here we define that as competence and confidence.  The family needs both competence and confidence in their ability to parent now this child who is deaf or hard‑of‑hearing, and so the components of that was their parent skills.  Sometimes they start questioning their parenting skills, you know, they don't need to question their parenting skills, but they sometimes do.  Adaptation, engagement, making sure that there hasn't been some kind of barrier put to the engagement in their child, decision‑making and problem‑solving.

So when we got involved in this and we started seeing this conceptual framework, we got together and we are like, wow, this is what we are doing.  But now it has been research and evidence‑based, so that gives us a little more clout because sometimes I think people think, oh, isn't that sweet, you are having a parent rub the shoulders of another parent, that's cute, but, you know, I'm not sure we want to put money behind it.  Well, this is research and evidence‑based.  

When we looked at our model, we always thought of the family being in the center circle and the family being provided with support, information, and then we were modeling that to the family.  And all of a sudden we are like, okay, we like our model, but wow, this conceptual framework really better defines the work that we are doing.

So after a couple of us were involved in creating this conceptual framework we are like how can we use this to enhance our work.  So I went to my ‑‑ the team of Guide By Your Side coordinators, the 21 programs, I had 9 who came forward who said I'm really interested in being a part of this.  Two of them are up at the table, and I see several friendly tables in the room who said, yeah, I will help you.  Because we were trying to say, how are we going to infuse this into our current programming.  How can we enhance our programming.  

So we reviewed the research article.  I know you all want to go now and read the research article, because it is fabulous information, so the link is provided in the PowerPoint.  And so we all read the research article, we became very familiar with the conceptual framework, and then I asked this team of 9 coordinators, we divided up 3 coordinators per each one of the constructs, so well‑being, knowledge and empowerment, and we began to develop learning outcomes.  Family learning outcomes.  So thinking about child well‑being, what are some of the family learning outcomes that we hope to gather based on child well‑being.  

And then from there, we started talking about how can we use these family learning outcomes to enhance our Guide By Your Side curriculum that we currently do with our parent guide and then finally we want to create an evaluation tool.  So after families go through Guide By Your Side, which we have a family satisfaction survey right now, but we think we can improve that by taking these constructs and after a family goes through Guide By Your Side measure whether we were effective or not.  What kind of impact did having parent‑to‑parent support have on some of these family learning outcomes.

I'm going to break this down for you a little bit more.  So here is just an example.  We went and looked at all the components.  So I told you we looked at the construct and started developing family learning outcomes.  There were 17 components, and as they started putting in all of their suggestions around family learning outcomes, I kept it to 6 family learning outcomes per each component.  So here is an example of family well‑being, goals of the child, and then definition of goal was the language and communication outcomes, social and psychosocial aspirations, and educational and employment objectives and achievement.  

First of all, it is impossible to keep the family learning outcomes to 6, you can imagine, right?  That was the first ah‑hah when we got started in this work.  And then when we looked at the whole conceptual framework, all of a sudden just keeping it to 6 of the 17 components, we had 107 family learning outcomes.  So it became like way too large.

So I will tell you, that was our first learning, was that process.  However, after we drafted these outcomes, and I will tell you, the work that we did is the coordinators, each were assigned a construct.  Then they all had the opportunity to edit or provide suggestions to other people, suggested family learning outcomes.  Then we took it to Dr. Sheila Moodie and provided suggestions, and then we went to the consumers.  We have had 2 parent guides who had gone through Guide By Your Side themselves and we asked them to look at these family learning outcomes because we just wanted to make sure we were touching all the people in our system to be sure that we were getting to the right outcomes.

And so we did a lot of work on that, and then we decided when they got to be so huge and it would be really difficult to measure these outcomes.  And we know we hadn't hit all the family learning outcomes that are possible within this conceptual framework, like what do we do with this great work we have?

So from there we decided that we can take those family learning outcomes as examples, as models, and begin to beyond our core curriculum, training curriculum with Guide By Your Side, I think I'm jumping ahead, beyond our core curriculum which right now what parent guides go through is they are trained in a training to make sure they are really clear and understand Hands & Voices, our mission and our vision.  We go through an intense training about how do they support families without bias.  The art of telling their own story, how do they tell their story that doesn't influence a family's decision.  That they foster that this is that family's journey, and that family needs to make their own decision.

We do the role of the parent guide in how do they work within their role.  We do a session on encountering emotions.  How to work with families that are going to have a very broad range of emotions.  And then what do I say when.  We do a great course on when a family says this, what is going to be your response for that just to kind of prepare them for some of the questions that families may have.

For deaf and hard‑of‑hearing guides there is a basic curriculum that they do, the top 3 bulleted points as well as they have their own ‑‑ their own specific, the role or deaf hard‑of‑hearing guide, and then also deaf and hard‑of‑hearing guides working with families.  This is just the initial current basic training that all of our parent guides and deaf and hard‑of‑hearing guides go through.  They are also required to receive ongoing training throughout the year.

So what next is we thought, let's take these family learning outcomes that are really quite good, Dr. Sheila Moodie was impressed with the family learning outcomes that we came up with from the constructs and the components of the framework, and let's utilize these to develop what families can learn from parent‑to‑parent support, build this in as an additional required training of all of our parent guides.  So to start getting their mindset more thinking about the end game.  What do I hope families learn by the time they are done working with me as a parent guide.  What can they get from parent‑to‑parent support.

So that's one of the first things that we are going to do with the conceptual framework.  So within this we can take all of our parent guides and deaf and hard‑of‑hearing guides through defining the learning parent and the supporting parent.  I think that's something important to think about.  Because honestly, I will tell you that our supporting parents still think of themselves, I still think of myself as a learning parent, too.  I'm constantly learning.  So we will do a lot of work around what exactly is the learning and the supporting parent of this conceptual framework.

Next, we are going to define the constructs, so if they have a real good understanding of those constructs that we are trying to hit with families.  And then we will review each one of the components and the definitions based on the research that's already been done.  We are not going to define them ourselves.  That work has been done.  But we will have our parent guides become very familiar with those.

Share those developed family learning outcomes, and then talk about how do we integrate those family learning outcomes with families, but keeping true to the authentic parent‑to‑parent support experience.  What I mean by that is there is this broad range of, you know, thinking that parent‑to‑parent support is just that hug and that tap on the shoulder and that's all we accomplish to being an Early Interventionist.  We are not Early Interventionists.  We are not trying to step into the professional role.  That is already in place.  We are not trying to replace them.  We are trying to just enhance the work that all the professionals do.  So to make sure that we don't start delving and that we cross the line of parent to parent support into what is an interventionist should be doing with the family.  So we are going to keep that close in our mind.

And then finally, developing a family evaluation tool.  So working with the researchers we started talking about what is it exactly that we want to measure?  Because clearly going in and measuring each one of those family learning outcomes was overwhelming.  So after taking some time with the group, we have decided through the combined brain trust of our group that maybe what we really want to measure is the actual constructs, the well‑being, the empowerment and the knowledge instead of each individual family learning outcome.  So what we hope to measure is that evidence of parent‑to‑parent support provides a level of information to parents that they either don't get or is different from what they get from other sources of support or services.  Isn't that the question we are trying to answer?  We are trying to validate, you know, this evidence‑based research, conceptual framework that families need this, but we have got to be able to say, why is it different from what they are already getting.

And we also want to answer the question, what increased knowledge or behavior changes did the family see in themselves because of parent‑to‑parent support.  I think that's another really important question that we hope to answer, and I hope next year we can come and give you a progress report on how we are able to measure that.  

So now I just got my sign.  We have got 10 minutes.  So this worked out perfectly because I do not like to just stand up here talking.  This is your talking.  So if you are asleep, wake up now because I'm looking for some participation.  I would love to hear from you, what you think of the framework.  If you are familiar with it already, what you think about our implementation of it.  If this is your first time seeing it, even just feedback about the framework itself.  And I do need you to use the microphone because we want to definitely capture this on captioning.  So I'm going to ask one of my friends here to pass the microphone around.
>>AUDIENCE MEMBER:  So I wonder, how long does it take to become a Guide By Your Side?  Like how long is the training?
>>LISA KOVACS:  So first of all, to become a program, a program has to be done through a Hands & Voices chapter.  And there is an application process that the chapter does.  It only takes, you know, the hard work is at the chapter level, the application comes to us and takes us a couple of weeks, and then we start ‑‑ we have everything up on our website.  All the tools to get a program started and also get our ears tested after.

Anyway, after a program [off mic] been approved [off mic]
>>NOTE FROM CAPTIONER:  Sorry.  It is hard to hear again.
>>LISA KOVACS:  2 days of training for the internal training.  The training is ongoing, but the initial training to get a program out the door is 2 full days.
>>AUDIENCE MEMBER:  Will these pieces of work be shared with every Guide By Your Side program?
>>LISA KOVACS:  Absolutely.  They have been being shared on the Yahoo group.
>>AUDIENCE MEMBER:  Will we have access to the PowerPoints and slides?  I'm really excited about it.
>>LISA KOVACS:  Sure.  Absolutely.
>>AUDIENCE MEMBER:  I just wanted to thank the Hands & Voices.  My daughter is [off mic].  It is a tough story.  We were given a diagnosis and no support at all.  We were told your daughter is deaf, pick out her hearing aid, and that was it.  Have a nice day.  I was taking care of a patient at his house, the mother saw that it was different, I was different.  She gave me [off mic].  And I made a contact [off mic].  And let me tell you something.  You have to understand my wife had postpartum depression, and another child with special needs [off mic].

Now, our dog was a barker and you know how you don't want that barking dog?  [off mic] and he is right next to the crib barking his head off, and she is not moving.  Without that door opening, [off mic].  Because [off mic] is the one that said, it is okay, [off mic] to open the door.  You are not alone.  And we have never had [off mic].  We never knew the resources that were available.  We didn't know my daughter [off mic].  We didn't know about cochlear implants.  We did not know that there is a big bias between [off mic] and spoken language.  But we did find out, and we found out recently, [off mic] Hands & Voices out there [off mic] that don't want to [off mic].  They don't.  Because that's going to lead the family to maybe not choose cochlear implant.  For me and my family, we are [off mic].  But we never knew the avenues you are going to have to hit.  And without Angie, we need a Guide By Your Side [off mic].  There is a reason why ...  [off mic].  And they have all heard them a million times.  And [off mic].  I just met someone at the grocery store, that child is getting tested for hearing, and she said, we have no idea ‑‑ the pediatrician told us [off mic].  I said, well, you know what?  You might want to have some support [off mic].

I mean, we cannot thank you, everyone that does Hands & Voices, because I don't think ‑‑ [off mic] family that was literally falling apart.  Having a child we didn't know how to take care of, getting information, to now a family that is a very active family, advocate for the children, parents rights to choose what you want to do for your child.  My daughter [off mic] goes to a School for the Deaf.  She is a whiz now at sign, and we are still learning some of it.  But [off mic] and teaching her more.  And she is like, no, dad, and I'm like this.  [off mic].

But without that one little person, you know, and Angie saying it is okay, I can get someone there, we can't thank you guys enough.  I don't think you all know [off mic] doing this, which is needed, but I don't think you know how it is really going to impact [off mic].  My parents, everybody else, other parents, I mean, I really don't think anybody understands that pat on the back.  Because like Angie said [off mic].  I mean [off mic] hayrides and all of this stuff and just like how is she doing.  And she remembers her families.  Not just a name [off mic].  First diagnosed what your response was?  You can't handle this?  And now you are going to meetings and now you are learning sign, your daughter [off mic].  And she is really [off mic].  So I want to say thank you very much for all you have done. 
[Applause]
>> And now the rest of us will work the rest of our lives because that's what motivates us.  That's what motivates us.  So thank you very much.

Who else?  Questions?  Feedback?
>>AUDIENCE MEMBER:  Made me think of it again.  I mean, we recognize the difference, but the panel up there, I think [off mic] focus on that.  And emphasis [off mic].  It is really hard and [off mic].
>>LISA KOVACS:  Yes.  Thank you very much.  We do try to do our in‑home visits, we try to include dads.  We have had some dads who are parent guides, which has been fantastic, so that they can make that connection.  But you are right, we have got to keep it on our radar.  So thank you.
>>AUDIENCE MEMBER:  We are attempting to [off mic] Guide By Your Side to Mississippi.  And just wondering, what is the ‑‑ I don't know how to say it, because culture is going to play a big role in the type of parents that we have.  So what's the ratio, how do you ‑‑ how are guides chosen is what I want to say?
>>LISA KOVACS:  So you all know your chapters, your states, your provinces best, and so although we have a job description, you absolutely want to meet the needs of a families that your state or province serves.  I think Candice showed, they know their community.  I know in my state of Indiana, we have a big Amish population, and we went into the Amish population, and we recruited a parent guide.  It was like a big joke, are you going to bring Lisa Kovacs and work with the Amish community?  No.  That's not going to work.  You need somebody from their community to do it.

So, yeah, we really rely on you to choose the parent guides.
>>AUDIENCE MEMBER:  I would like to echo that, if I could, too.  Native American is a huge population in our state as well.  Deaf guide, heard of hearing guide, it just keeps going, but you do know your state best.  We are in desperate pursuit of someone from the black community because that's where the disparities are in Minnesota.  So yeah, we are always looking to ...
>>AUDIENCE MEMBER:  Are there guidelines as to the criteria they would be to meet the role of a parent guide?
>>LISA KOVACS:  We absolutely want ‑‑ there are certain things we look for.  We want to make sure that they are far enough along in their journey to be able to support another family.  Want to be able that they have access to meet with families.  So, yeah, I mean, there are certain things we have to be real careful about as well, but yeah.
>>AUDIENCE MEMBER:  I was just going to share, we actively solicit from our professional partners, too, who they might recommend to refer to be a Guide By Your Side.  People typically want to be asked, they are not necessarily going to respond to an ad.
>>LISA KOVACS:  Thank you.  So I'm sorry.  I know we are running out of time.  I hear laughing next door.  We want to act like we are really having fun, too, if you heard that next door.  Ha, ha, ha, ha.  All right.  All right.  Go on and have a great day, guys. 
(Session concluded).  

