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ARIELLE SPELLUN:  So it looks like it is exactly 11:15 even though my watch says 12:15 because I never change it from the East Coast.  We will get started, and my name is Arielle Spellun and I am a third‑year pediatrics resident in Boston and studied American Sign Language and Deaf studies in college, and am interested in taking care of kids who are deaf and hard of hearing from a medical home perspective.

AMY SZARKOWSKI:  I am Amy Szarkowski and I am a psychologist and I have been working in the field for a while with children who are deaf or hard of hearing for several years as a part of the deaf and hard of hearing program and more currently as a clinical director at the Children's Center for Communication, Beverly School for the Deaf Bird.  I will also add know can I embarrass you for little bit ‑‑ she was an intern in our program a few years back and that is where I met her and learned about her passion in this area.

ARIELLE SPELLUN:  And taught me everything I know.

AMY SZARKOWSKI:  Before we get started because they theme of this topic is communication, one of the important things is knowing who you are talking to and who your audience is.

So I was interested in learning who we have in the room today.

So if you would not mind raising your hand when I shout out your role in EHDI, who in this room is parents or family members?  Awesome!  Thank you for coming.  

What about medical providers?  Okay.

Any EI or early intervention providers?  Audiologists?  Awesome!  State representatives or nonprofit representatives?  Cool!  So we have a psychologist ‑‑ I never include that ‑‑ we love to see more of those, sorry.

So we have a really diverse crowd today and I welcome all of you to sort of shout out or include any sort of comments or experiences that you have from your work to add to our discussion.

So here is our disclosures.  There is no financial conflicts of interest and we are not endorsing any products.

So I know that we have talked a lot about meeting our guidelines and numerous presentations over the course of the past few days and so I am not going to spend too much time on this, but as we all know, our screening numbers are pretty good and this is from the 2016 National EHDI data.

So we are certainly catching a lot of kids with screening, but those numbers start to decline as we move through that 1‑3‑6 progression.  Only 75.9% of kids were diagnosed by three months with reduced hearing and then only 67.3% were enrolled in early intervention by the recommended six‑month period and so given all of that ‑‑ and in the 17.4 lost to follow‑up.

And given all of that, Dr. Szarkowski and I were discussing whether there might be a decline in follow up and one of the reasons may be poor communication at the time of diagnosis.

So at the time of screening, diagnosis, seeing the pediatrician for those first exciting new board visits and how can we help providers from all different fields communicate more effectively during that first period to help families understand what is important and why and how to follow up and meet with all of the different providers.

And then also on the flip side, help families to feel empowered to ask questions and to ask for more explanations or really voice their goals or concerns with their child or pediatricians or other health providers and so that was our main motivation for creating this topic based on our experiences as communicators and also based on evidence in the field of the healthcare communication.

So as we all know, families at the beginning of a new diagnosis are quite overwhelmed.  You have lots of different thoughts at the beginning that Dr. Szarkowski will sort of help walk us through so we as providers can help understand what families are going through.

And then you also have your different professionals coming with all different things that you are supposed to learn that you have never heard of like hearing aids or Cochlear Implants or amplification systems.  Everybody is telling you it is your choice, but you don't know what any of the choices are and it can be quite overwhelming for a family.

And then you just had a newborn in already people are asking you about what schools they are going to go to and what communication decisions that you are going to be making.

And so given all of that, excellent communication at the beginning during that time when families are given so much information is so important for us to all be able to share what we know and to hear what family's concerns are and what their goals are so we can come to a shared consensus.

We put psychologist on this one.

So the objective for this talk are to explore the parental experience after a diagnosis and discuss effective provider communication skills and learn to empower parents as providers to express their needs and also to empower the parents that are in the audience recognize and overcome barriers to communication.

And at the end we will apply the new skills that we learned to some case‑based examples that we experienced.

ARIELLE SPELLUN:  So the parental experience ‑‑ I am not that parent of a child who has reduced hearing so I cannot speak from that perspective of that experience, but I'm coming of that from the experience of being one of the first people very often to engage with families to talk about what is their experience of having been given news that they had not expected.  With my role of the deaf and hard of hearing program, it is something we did often.  We got families and when a child was identified within reduced hearing, within two weeks they would be seen in our clinic and sometimes we would collaborate with those audiologist and let the family know about this news and then we would see them right after.  What about that parental experience?  I think it will not come as any surprise to you, but for some parents it is surprising and sad and they have concerns and what I think I want to emphasize is that there is so much in the way that news is delivered back and influence the parents' acceptance and their ability to process that news and their trajectory going forward with that child.

Parent questions:  What is the cause, the impact?  And they might come at you and if you are a professional in the room you might be tempted to answer them, but my challenge would be to say let's step back a minute and say where is this coming from?  How can I best provide information to you that can be processed and have usefulness for you?  Parents, because of the power dynamic that exists, between the healthcare providers and when they are in a vulnerable situation, they may come at you and say I need to know these things and as providers, we want to provide them answers for these things.  When parents ask questions about what should I do, where should I go, very often it behooves us to step back and say I can provide you information and I have been diagnosing this and I have so much information I can share with you, but I would like to take into consideration how you want that information?  Some families like to have a little bit at a time and some families need time to process and some families literally need you to give them five or 10 minutes, stepped out of the room, let them gather themselves so they can feel composing enough to ask questions and other families feel that all I can do is accept this news and I can just hear that and nothing beyond.  We know that to be true, all of the providers are shaking their heads and we know statistics show that parents, once they learn of the news that they were not expecting or were not particularly hoping for, that their ability to process that information breaks down.  But as a system, we still as health scare ‑‑ health providers say it is our job to give them the information that they need.  But really it is a disconnect because our job is to give them the information and they are physically, in terms of their brain processing, not able to process that because they are having different emotions and we are wasting our time.

I think that is important for us to know.  In fact, the brain cannot process information that we are giving to people if they are motions that are too high, but the brain says it is all I can do to keep this together and it shuts down.  We cannot do a decision process and we have to get to a place where people are in an emotional space where they can take in the information.

I think that is important, give the information to parents and to have them know about early intervention and for them to know about any kinds of audiological support that might benefit them, but they cannot take that in until we make space for that in this joint appointment.

What we also know is studies that explore the impact of diagnosis on families ‑‑ sometimes people say it is too much for family so they withhold that information.  I have been asked ‑‑ last year it struck me at an EHDI conference that somebody said there is a lot of information that I as an audiologist need to share, but I need to know that I have the family that is ready.  I think we really need to make sure that we are letting families know that there is information out to and you can let us know when you are ready.  Both of those are true:  We cannot dump it on them and expect them to follow through and we cannot say, "It is up to me as he healthcare provider to decide when it is appropriate for you."  We do need to let families know that we need to talk to them with options going forward.

And I would love to talk to you about what are some possible etiologies, where do you think this comes from and where would you like this to happen?  Sometimes it might not need to be the order that is in the protocol of your clinic because what they might need to know for that family is, I need to know this first before I can move on.

So they are designing ways in which their systems can support families and say there information that you need and we want to partner with you to help you understand that so how do we make that work for you best?

Early intervention and screening, when it came out there was concern about what if we are disrupting the bonds between parents and children?  And there continues to be that concern by some in the community, but when studies have looked at parents of children who are three, four, five years old and say how did that in fact you?  Overwhelmingly it is very positive because parents felt like they understood their child better than they would have otherwise unable to get supports for their child that they did need and that led to a better mom or dad because of that.

Studies do not suggest that it disrupts that, but in the way we deliver the information can certainly help to foster that or help to hinder that as well.  But collectively, early intervention is truly viewed very positively by parents who have had the opportunity to benefit from good quality early intervention and it does support these optimal outcomes for the kids.

And when you feel like as a parent, I have done what I can and do my best than even if your child is not, what you might have wished for, if you have done your best in the process, that helps families adjust and cope as well.

AMY SZARKOWSKI:  Parents to want more information, but they often will talk about it also being very overwhelming or where to buy our how do I process all of that?  I think there are easy things we can do like invite family members to come in, is there a sister who can come in and be a notetaker?  Are there ways to help foster that?  So reducing the feeling of overwhelming in the appointment and yet providing that kind of information.  One of the things that is happening in Denmark is that they have developed this itch and ‑‑ system of cards and these are the information that you want and on the one side it is very basic information like hearing technologies and another one is a family options.

And families get to pick the one that they want to focus on and on the backside of these cards are really great pointers and it coincides with a notebook for the caregivers and healthcare providers with a more detailed information.

So you are not overwhelming families with, "Here is this packet," you can say here are a six choices we want to make sure every family has access to.  Where do you want to start?

Even giving that process a power to families increases the family and their idea that they have a buy‑in and that they cook construct this.  It builds trust and a therapeutic alliance.  If you were in the workshop yesterday, we talked about therapeutic alliance and that is the idea that is parents and caregivers, they feel aligned with you and feel that you are working with them.  Outcomes are improved in terms of a family's ability to follow through and it reduces difficulties that we have with things like loss to follow‑up.  It parents feel like they are a part of the decision‑making and have a role in that piece and the person I am working with are willing to hear me out, we see they are much more invested in that process.

When we look at what kinds of information to people want, they want information and some of them is basics, loaner hearing aids, which is an important thing for families who feel like it is hard to talk about money and say we cannot afford that.  They really want these basic things.  Loaner hearing aids and we truly need to have them understand that the child can or cannot hear this.  I have worked with fabulous audiologist who do such an amazing job of describing exactly what a family here's, definitely make sure you check back in with them and say what did you take away from that?  What is your understanding of that?  Where can I fill in the gaps?  Financial assistance, meeting other families and I was in a stakeholder meeting where we talked about how important it is the family benefits in enormously from that opportunity.

Basic hearing aid maintenance ‑‑ maintenance and keeping the hearing aid on the kid.  These may not seem like the top tier concerns for healthcare providers, but the more the parent here's the more the child wears a hearing aid, the better access to language they have, they think holy crap!  How will I keep a hearing aid on my three-month-old?  So we need to make sure we provide the implications for medical outcomes, cognitive outcomes, those kind of things and hands on.  It might be that having a clinic offer every two months something that says hearing aids and your kids and an opportunity where they come learn about that piece outside of the medical appointment might actually be much more effective in terms of communicating the information that parents need at the time when they need them.

It makes sense for us to talk a little bit about the parent's experience in terms of the power differentials.  We have smart people in the room and they know stuff and they might know stuff about a topic I know nothing about because it is brand‑new to me.  When healthcare providers recognize and say something about the power differential like it is true, I might know something about ears because I have been studying them for 15 years, but you know your baby and I think a lot of really good providers do that naturally, but to the extent that you can decrease the power differential, families also feel engaged and empowered in that process.

Time constraints are tricky.  Business cards, we all have them, but if a provider gives a business card to a family, they don't necessarily feel an invitation to engage in that.  To the extent you can say, "I will be here and these are the kinds of questions you can send to me and you can send me questions about what I re‑explained this?  Or can I please talk a little bit more about this or send you a link about what CMV is in why that would be important" those kind of things are concrete examples to help families for like I can actually reach out to you and it is not a formal transaction where you gave me a business card and said, "Contact me if you need it," this is something where you give them permission to do.

Self‑doubt is something that a lot of families report and, in the literature,  they talk about that.  Sometimes we as healthcare providers need to make sure we tell parents that it is okay that for parents, it is okay if they make a mistake and we expect that and we expect to repeat information and we expect to give some information and go deeper on other kinds.  By communicating that to families they can feel less of that self‑doubt rather than okay, they told me all of the stuff and I am not sure I really understood it and not sure where to go with questions.

Surveys of family satisfaction in engaging with clinicians suggest that very rarely do people say, "My clinician did not know something or they are not competent."  Really when communication issues pop up or communication breaks down, that is where families feel the most disconnect.  

When you look at satisfaction and patient satisfaction, communication issues both in the hearing world and in medical things in general, when parents feel like they have not been communicated with appropriately or well, that is when they say I am not happy with this and they are less likely to follow through with the recommendations that we offer and we know really matter.

And we try so hard.  Where are the barriers?  Why is it so difficult for families to do this?  But we might need to reflect on how we communicate the need to, the urgency, and are we communicating in a way that is acceptable to a family member we 

ARIELLE SPELLUN:  As a provider sitting here thinking I want to overcome all of these barriers and be an effective communicator, what are some of the tools that you can use?  And the way that I sort of set this up is chunking very specific tools so that you can take away from this talk things you can bring into your practice and all different fields.

And so the first ones I wanted to start with is family‑centered communication.

I feel like it is a buzzword that is thrown around and we don't talk about what that means to be family‑centered because as a provider, who doesn't want to be family‑centered?  As of the actual definition of family‑centered communication is placing the family and the patient at the center of the discussion and recognizing their role in the child's life as the core of the care plan that you are going to be developing and respecting and incorporating that role in your discussion.

And so when we look at studies of providers who use a family‑centered communication, they things that really helped parents were empathy, interpersonal sensitivity, partnership, sharing of information, as Dr. Szarkowski talked about and all of that lead to improved patient satisfaction and I think it is interesting that having a positive affect was something talked about a lot in the literature and I know it is something that can be where you are having discussions with families at challenging times, but simply displaying empathy and having a positive affect leads families to disclose more psychosocial issues that they might be having that are barriers to care.

By creating the space where families can disclose that information, you are giving yourself an opportunity to address those barriers and so not only do families feel more satisfaction when there is family‑centered communication, but they also Diebold more that you can help them with.

Shared decision is another buzzword that gets passed around a lot.

And I think it is something as a medical student is a way that has a me.  I thought we are supposed to be telling people what to do.  We are supposed to be ‑‑ we are taught that here are the options and here are the recommendations and here is what the research shows and here's what you should do.

And in training we don't actually know anything that black and white and likely in 100 years, a lot of the stuff that we have been saying is gospel is wrong.

And the idea of shared‑decision making is really explaining what the options are, explaining what the different risks and benefits of the different options are, and then understanding how that fits into the goals of the family.

And so something in having difficult conversations, one of the trainings that we get is starting off a conversation by saying, "Tell me about your family."  Or, "What are the goals for your child?"

Because what the family might be thinking might be totally different from your assumption of what the family is thinking and then you can tailor your conversation to really about family and help sort of take all of those different options that you know about and bring them to the family and help the family.

I have seen this done in a very negative way that I also want to highlight.  It is sometimes doctors in particular will say, "You came in with chest pain.  Do you want an EKG?  Do you want this?  Do you want this?  It is your decision.  I cannot tell you what to do."  And I have seen patients in this encounter be quite overwhelmed.

So as Dr. Szarkowski mentioned, it is important that we have a lot of information with them, but it is important on how we shared that information.  The next thing I find it really, really helpful, especially in stressful situations is having standardized information that I share with my patients.

And in looking at the literature on communication patients and families actually remembered information better when it was delivered in a standardize concise manner when it was the same as the written information that they were handed.

And when there were visual aids used.

So to give an example from my clinical, it is outside of the EHDI round, but for example, when a child comes into my clinic with a fever, a newborn with cold symptoms, in pediatrics that is like big red flashing lights and a big emergency.

And I often am tempted to tell the family absolutely everything that they need to know.  But that I have to take a step back and remember, this might be a first parent and they are scared if their child is sick.  Take a deep breath.  Pause, let the family talk and stop talking myself.  Practice with the empathy and the positive affect skills and make sure that I know exactly what I want the family to remember when they walk out of the office.

And when they look at how much a family can remember or a patient in general, adults as well, it is usually not more than three things coming at them in an appointment.

With that specific example, what I want families to know is if they have a fever, you have to call us.  If they are having trouble breathing, you have to call us.

And if they are not eating, you have to call.

And even though there is so much other information I want to touch on, I want to go back to those three simple salient points and have a handout that reflects that because that is what I know that a parent will walk out of the room with.

I want to take a second and encourage you to think about your roles as professionals and also parents and being on the receiving end of the information and think about what are some ways you can take the information you are sharing with patients and families and chunk them into three recommendations and how this might apply to your profession.

And if anybody has any examples, were more than welcome to share.

Anyone?  That is all right.  You don't have to.  But just something to think about.  I know myself when I think of different diseases or different chief complaint that patients come in with, I like to take a second and think about what is really the most important thing I can tell them.  When you are thinking about the new family and you are the audiologist and they come to you with a new diagnosis, if they only remember three things that you say, what are the most important things you want them to remember?

And other in communication that can be helpful is something called sign posting.  How many have heard of sign posting?  Great!  This is something that they actually are now teaching and taking a medical history.

And the idea is that you tell a person that you are talking with what you are going to be talking about next.

And that allows the person to understand both what you talk about before, how it relates to your next topic, where you are going, and kind of gives a pause in the conversation.

One example is when taking a medical history, I will often ask patients, "What brought you into today?"  And they might explain that their child has been having a cough and a fever and they think that maybe they have trouble breathing.

And I will pause and say, "I will ask you a few questions about your child's medical history.  Does he have any past medical history?" and in the practice that helps families understand why I am asking those questions.  It is connected to their concerns that brought them there.  If I just interrupted a family and said, "Okay, what medicine is he on?"  Often times I will not get all of the answers.  In that situation the common thing is that parents won't think of and inhalers as medication because they are not pills or liquids and they don't know how that might relate back, but if I said, "Now that I know what brought you into today, I am going to ask you about your relevant past medical history."  That often ‑‑ that often elicits better information.  It can be really awkward at first, but I encourage people to practice sign posting.  Even things that feel awkward like, "We are going to talk about your audiogram."  And you know they came in to talk about the audiogram, this is still really helpful for families and helps you keep on track with your communication.

And then the most important thing is having a shared mental model.  How I spoke about with shared decision‑making, we often don't know what our families are thinking unless we elicit information.  It is important to check in with your families and make sure that you are all thinking about the same thing in the same way and that if there are disconnects that you can address those.

And one way to do that is something that we call read back feedback.

Has anybody heard of that?  Okay, great!  One thing when we are giving specific instructions for example, about medication, we will often stop and as the family, "I want to make sure that I have done my job explaining how to take this medication.  Can you repeat back to me in your own words how you are going to be taking the medication?"  And so many times I have had families that either didn't understand initially what my recommendations were and would have walked out of the office and not been able to take the medications appropriately, or asked me questions that help me tailor my next conversation because I did not even realize how confusing my recommendations were sounding without that input from the family.

And so after you have been family‑centered and been empathic and got the families to disclose any concerns they have come to a shared decision‑making, you have used your discrete points and you know that the family understands them, at your next most important, and that you understand the family, it is a clear delineation of follow up responsibilities.

So this is something that comes up a lot with discharge from the hospital that we often discuss with patients and families.  Our recommendation might be that we want the family to go to this provider at this time and see this provider and get that test.

But we haven't made clear who is going to call the family, who is going to schedule the appointment?  Where are they going?  What is our role in this?  So being explicit at the end of your conversations, we will call early intervention and they will reach out to you.  Or here is the number and here's how you can contact, but being very explicit about what you are and are not going to do is something that in other clinical realms has helped reduce loss to follow‑up and adherence to recommendations because families just did not know that was posed to be their responsibility or the provider did not know that the family was expecting them to make that phone call.

So be as clear as possible, which can be helpful.  Any questions?

AMY SZARKOWSKI:  Okay.  What are some things that healthcare providers can do to empower families in this communication piece?  Certainly personalizing the encounter.  You have the experience of being a patient and waiting in the waiting room for two and a half hours and then you get into your appointment and you are not sure the physician treating you will remember you from the last three people and they have not had lunch and it is 2:00 in the afternoon.  How can you personalize the encounter?  For parents we recommend making sure that they healthcare care providers you are working with remember you.  The extent to which you can personalize that know certainly here's a picture of my kid and look what they are doing recently.  You have your appointment on a Tuesday afternoon and somebody says, "How was your weekend recently?"  And you say, "It was great.  I went to a soccer game and here's a picture."  Helping the healthcare person know little tidbits about you and your family is actually a really helpful way of increasing the care, the quality of the care you receive.

Perhaps it sounds a little bit manipulative and that is okay because as a parent you want your child to get really good care.

And as ‑‑ on the other side of that as a professional, there are certain kids were I remember all of the stuff about them and I know what they're afterschool activities are because it stood out for me.

And there are other ones where I might have seen them last week and I'm like who is that kid?  I cannot picture them.  Nothing stands out about them.  As parents, engaging your healthcare providers and sharing those tidbits that you feel comfortable sharing, but personalize the encounter helps to improve your quality of care.

This acronym, BID, briefing, interaction, debriefing is another strategy to sort of do that.  Here is what is going on and also saying here's what I am hoping for a and what I would like to see in order for me as a parent to feel like I am taking something away.  Here is what I need from you.  Recognizing the power differential and know that can be really difficult to do, but knowing as a parent you will get better care if that is something you engage with is another strategy.

And as a parent, going into the sessions and prioritizing your concerns know as I psychologist I will say the number of times that people in the last five minutes talk about Doug we have had a 1‑hour appointment and in the last five minutes they talk about why they are really there because they have been building up to it or holding on and they are not sure when to share that information and they look at the clock and think my time is almost done.  Here is the bomb.

Then you do not get the attention you need because it is too early.  Prior prioritizing those things.  If you come into the appointment as a parent and say I have three things I want to make sure we touch on today.  Here they are.  My top priority is this.  If we run out of time, I want to make sure number 1 is covered.  Here is number 2 and number 3.  Don't come with more than three.  Medical appointments are not that long.  But you can prioritize.  You can say I have others.  But if we don't get to them today, I want to schedule a follow‑up and that is within your purview and you can do that as the parent to.  But prioritizing those, you give your healthcare provider the opportunity to say I will focus on what the family wants to do.

And if you do that, they will generally respect your wishes and you will get the answers that you are more likely to need or be craving, and you are then building that establishment of this co‑directing ‑‑ co‑directing a treatment plan or co‑directing this for the child, which is very empowering and a very easy thing to do, but just state this upfront and the research really suggest that families who do that report higher qualities of satisfaction in the care they receive.

Another important part of parents and caregivers being empowered is having health literacy.  There is ‑‑ this is a little bit of a buzzword, but there is research, what is the health literacy of individuals, which is separate from the reading literacy levels.  What do people know about this?  I can speak from the experience of living in a different country and speaking the language ‑‑ not fluently ‑‑ but getting by.  But in the health realm, it is a totally different experience.  That is true for the families we are taking care of and who live in the US, but English is not their first language.  You think they speak really well.  They seem to really get it is your impression, but if they came here as an adult, they might have great English fluency in the field in which they work if they work and a business than they would have in the understanding a medical terms.

So we really cannot take on this value.  There other English is great and you need to understand or a patient's or family's health literacy is.  If you have a mom who was a business woman Spanish is her first language, she is not likely to say to you, "I really would like these materials that you are sending home to be in Spanish because our conversation has been in English."  You just throw this out there.  Might that be helpful?  Some people, if they are reading about health-related things in their first language, it helps to clarify things and we don't want any miscommunication about something so important.

So not making it from the healthcare provider perspective, from that side saying your English is not as good as you think ‑‑ not that, but instead saying it is true for a lot of people bet health related terms are really less familiar if it is not their first language.  Is it something we can do to help support you and your family?  And when you phrase it in that way, parents are more likely to accept that information.

When you increase parent health care giver health literacy, you see better health outcomes.

I am on this kick about adult learning styles, but I think there is where we miss people when we sort of have a protocol and we say this is exactly how we give information all the time.  While being consistent in your message is important, recognizing there are people who very much need visuals and recognizing that for some people when you have a model and you can show the stuff that can is, and not like I see how it goes together ‑‑ that makes more sense to them than you talking about the exact same thing for 20 minutes.

I think it is okay to ask people, "How do you learn best?  What are the strategies that will help make the most sense for you?"  It is not a judgment of one way is better than the other, but many people can say gosh, I am an electrician.  At I don't get in there and see it and move it around, I will not remember it.  If I am exposed it once, it doesn't help.

So how can you best tailor this message anyway a way that makes sense for the patient?  And recognizing that we all consume information in ways that are different.

So you can also acknowledge what that might be for you.

ARIELLE SPELLUN:  Going back to our skills, I want to talk about some common barriers to communication and how you can use the skills we talked about earlier to help overcome those barriers.

So the first one as we all know is stress and anxiety.  It was kind of interesting.  There was a study I looked at that looked at parents after a sick with her pediatrician and found that the more stress and anxiety the parent had, the less likely they were able to remember the diagnosis and even more less likely to remember the dosing instructions for the medications or more complicated information that they received.

So for everything that we are doing for a parent or a family if they are really stressed or anxious, we are not doing any good by continuing to continue to talk to them to get our points across and to go through our steps.

And using that empathic family‑centered language at the beginning and really focusing on what the parents' needs are and when recognizing when parents might be stressed or anxious will help you communicate with them and help them disclose things that again might be barriers to their care.

For example, if a family comes in for their first visit with you, but they are worried about putting food on the table, then what they are going to do in three months when they need to follow up is not relevant to them in that moment and being able to be an open listener and communicated with that family makes it so they can disclose that and you might be able to give them some resources and now you helped alleviate some of that stress and anxiety and you can go back to make sure about your job and what you need to deliver has been delivered.

Families also have many competing responsibilities.  I don't have children myself and one of my close friends just had a baby and I think it is so fascinating that as a pediatrician, until seeing my friend go through it, I did not even know I did not know about how overwhelming a newborn really is.

And kind of taken a step back and understanding that, approaching your visit, understanding that they're number 1 priority is not necessarily going to be to come to your follow appointment and that is okay, and acknowledging all of those competing responsibilities is important.

And then Dr. Szarkowski already talked about the literacy and language.

So we will skip that and get to the cases is.  But another important thing is that a lot of providers don't know anything about EHDI and early hearing to intervention and the 1‑3‑6 rule.

And childhood reduced hearing, Deaf community, sign language, Cochlear Implant.  It is not a standard part of the curriculum.  

And so I encourage all of you to feel empowered to go into your medical communities and into your academic centers and offer your services to teach them, the medical trainees about all of this stuff.  You guys hold this key knowledge that sometimes the pediatrician might be the barrier to the care if they don't know what that care is.

And the more you can partner with your institutions with medical providers, the more we can all work collaboratively to help these families.

AMY SZARKOWSKI:  Okay.

So in terms of overcoming barriers, what can we do?  The empathy and partnership we have talked about.  If you are over empathic, you are in it with them and sometimes that can be overwhelming and can't stress you out, but parents, for them, even if you do this all-day long loss of days in a row, it is their first experience or for them, it is a very real thing, and being present in that time matters.  

Be prepared and help standardize the information, which is really helpful.  Visuals, although we want to identify adult learning styles, lots and lots of people benefit from visuals and it helps with the recall even if they understood it at that moment, something that helps anchor the visual, like it triggers a memory is very helpful.

Separating diagnosis from treatment can be important and can be important in terms of appointment time.  This, we are going to talk about what our findings are and that we can schedule another time if you need to follow up with the treatment piece.  Sometimes that gets a little bit muddled and when that is the case with children with reduced hearing, we can jump really fast to things like, "You have this newly identified profound hearing loss and if we go to treatment, we might be talking about here hearing aids and Cochlear Implants, which might mean we leave out those really important parts about understanding Deaf community and meeting Deaf mentors and learning about all of those kind of things."  If we jump right to that, we might be missing the boat.  Making sure that families, to the extent possible, can have materials in their own language.  We meant don't get mentioned the idea of health literacy and we want to make sure that trainees are also being brought up to speed on case processes.

ARIELLE SPELLUN:  So I was going to have everybody break up into groups, but in the interest of time, I think we can sort of go through some of these cases together.  

I would love all of your input as everybody brings a different and important perspective in this process and we will sort of talk about how to troubleshoot some of the communication challenges in these common cases.

And so remembering the skills that you want to practice or the standardize messaging, sign posting, family‑centered language, confirming your shared mental model, and all of the empathy and awareness of the parent experience as you are going through these cases.

So the first one ‑‑ so you are in the hospital and you are visiting baby Samirah and Mom has just gone through a prolonged and complicated labor.  She is really tired.  She has been through a lot.  This is her first child.

And you just learned that her newborn hearing screening; she did not pass.  How do you talk to that mom?  May be some of the providers, maybe they are really that first person and they can sort of think about how they might approach this case.  If anybody wants to.  You are welcome to share ‑‑ do we have until 12:00?  12:15?  Okay.  If you want to turn to the person next to you, we have a little bit more time that I realized and I apologize and just sort of share some ideas that you might have.  It is often easier to share in a small group and get to know the person next to you and then we can come back and talk about what we have come up with.

ARIELLE SPELLUN:  Would anybody benefit from having an interpreter join their group?

I always hate to interrupt good conversation and it sounds like there is a lot of good conversations that are going on.

And I was wondering if anybody wanted to share their discussion with the rest of the group?

GUEST:  So we are happy to fall on the sharing sword for you.

So we are actually a group of three medical providers who talked about this.

And we kind of all felt very strongly about two things:  The first is the thing that we would all open with is congratulations on your first baby and we can only appreciate how exhausted you must be right now!  Because I think it people come in and they go to the thing they want to talk about immediately, they are not acknowledging where that person is or empathizing with what their list of priorities are.  That is a really big one.  We make get back, "I am overwhelmed or I cannot talk to anybody right now."  Or, "Great."

And then say we have information for you and it is important and we will follow up before you go home about this, but we want you to know it.

And then Julie made a very good point, which is, "This is also a great time to identify potential barriers, like who is your PCP?"  Or, "I don't have one.  Or we are relocating."  It gives you a chance to address potential berries because if the first time we ask about that is on the way out the door, they are going out the door without a PCP who could do the rest of the legwork.

So that is what we came up with.

ARIELLE SPELLUN:  Thank you.  Anybody else want to share something different, some professional perspectives or family perspectives, if you have sorta been in that position we.

GUEST:  Something we were talking about with language is it is really important.  Don't project onto me that I'm going to be sad about this.  Don't treat my child like they are broken.  Because no matter what, they are not broken.  They are still my whole child.

ARIELLE SPELLUN:  Any other comments?

GUEST:  I think the only other thing I would add is just kind of along the same thing, just checking with that parent and asking them if they feel ready to go over the information at that time and then asking them kind of what their questions are and trying to get a better gauge of where they are at and what they are thinking about.

ARIELLE SPELLUN:  Just to piggyback on that, something I forgot to mention earlier is asking what questions do you have?  And being open is something that I was taught that I never would have thought.  But instead of saying, "Do you have any questions" when the power differential between the providers and the power exist, often times they are searching for the right answer to that question.

And the answer is, "No, I don't have any questions."  And so I try to ask, "What questions do you have" at the end any encounter.  I say, "I am sure you have questions.  It is normal to have questions.  You can share those with me."  Thank you for using that beautiful phrasing.

GUEST:  I am also a general pediatrician and this sounds very small but I think it is a really huge.  I think it is really important when you walk into a post room to have a conversation like this with a mom that you sit down because it lets the parent know that you are open to discuss this and you are not rushing them and you want to have an interactive discussion with them and that you care.  You are not rushing in there to tell them a quick result and rushed back out.  I think it makes it a very safe space. 

GUEST:  Like commit to sit, whole published nursing movement and talked about patient satisfaction and also discussing it with physicians as well, but also talking about the nurses were also happier and the patients were also happier when the patients perceived that you spent a longer amount of time with them when you sat down.  There is a really nice nursing article on that.

ARIELLE SPELLUN:  And there might be some trainees in the audience pick a lot of times you go into these rooms with like five people and there is only one chair.  One of my men ‑‑ one of my mentors told me that if you are the one talking, you are the one sitting.

So feel empowered to sit down even if everybody around you doesn't have a chair.

So I want to go on to the next case for the sake of time.

So this is a Baby Tim and he is in your office for his first newborn visit, or in your office ‑‑ I apologize that this was a physician center.  I realize there are more professionals ‑‑ the first time that you are encountering this family.

And you learned that he did not pass his hearing screen.

And dad wants to know what this means and he wants to know what is next and he wants all of information and he is asking all of the questions.

And his two‑ and four‑year‑old children are running around the exam room and pulling everything off of the walls.

And how do you help communicate or facilitate communication?

»: Coloring books; let's throw that out there.

ARIELLE SPELLUN:  How do you discuss among your team some strategies you might have for this?  I am going to cut you all off again shortly so that we can hear all of these wonderful ideas that you are sharing.  Does anybody want to start?  Somebody back here?

GUEST:  We were just talking about the idea of as the practitioner in the room, continuing to talk to the parent while doing things with whoever else is in the room.  It is sort of ‑‑ whether it is giving a coloring book, or taking a light away, or managing because in part it can entertain the child, but more importantly, at it helps the parent to see that I am fine if you have other kids running around here and we can keep talking and it is okay.  Because that is family life and we talk about, you know, supporting and doing intervention in the context of human settings.

And this parent has to leave it with all of these kids and still has to do this.  I don't want our families to feel like they cannot come if they don't have childcare, or as was mentioned before, they are not processing what is being said because they are so focused on that – please sit down, please sit down stuff ‑‑ that we do his parents.

So I think we can quietly involve yourself in whatever is going on in the room.

GUEST:  Also, giving permission to say this happens all the time.  The little ways in which we can that this is a normal situation when you are a provider is so helpful for many families.

ARIELLE SPELLUN:  We are going to go to the last case for the sake of time and I want to have time for questions and comments.

And this one ‑‑ so you have just confirmed a diagnosis for baby Sophia, bilateral severe sensorineural hearing loss and parents are tearful and state that they have never met a child with hearing differences and want to know what does this mean for my child and they ask you that big question maybe  in the last five minutes of your appointment.  How are some ways that you might approach that?  And if anybody wants to share ‑‑ I know it is kind of ‑‑ I did exactly what we said don't do, throw a big bomb on the last five minutes.

(Laughter) I did not realize I did that.  Yes?

GUEST:  I used to work as a NICU nurse and I have two kids born with a hearing loss so there is kind of a wall of fame as you walk in the NICU court or, like the grown‑up children holding pictures of their babies.  Like I did a wall of fame in the audiology offices of kids with hearing loss that helps parents and then there are books that they can look at and read and how successful their kid is down the road because it might be a long time before they actually meet another person.

GUEST:  I would encourage you to hook them up with Hands & Voices, especially if they have a Guide by Your Side program.  I am the program coordinator in Nebraska and there has been a lot of times where I will go to an appointment with the family and I will take notes and then later that night, I will type them out and send them so I don't have the emotional information within the notes.  It seems to be very helpful.

ARIELLE SPELLUN:  That is great.

GUEST:  I am Rachael from Tennessee and I am the EHDI Coordinator, but I am also a parent of two children with profound hearing loss.

So I think what is really important is we can have all of the services for them, but until they understand they are the child's first teacher, that makes them ‑‑ you love your child and it is a matter of finding resources, but if you can get that parent buy‑in that all of these benchmarks for JCIH that they are responsible for, providers can no know right?  But if the parent doesn't bring the baby into the appointments, it doesn't really matter.

So I feel like empowering the parent and letting them know there is resources out there and they have made a great first step because they are here and meeting with you and this is what the next step would be.

And in Tennessee we have family voices peers, but we also have a shared plan of care that is shared with the family so they can see what the next steps are so it is not so overwhelming for them.

So those are some ideas.

ARIELLE SPELLUN:  Since we are in the last few minutes, any other questions or comments that anybody wanted to share?  Personal experience about good communication, bad communication?

GUEST:  So thank you both for a really cohesive talk.  I have been doing this for 17 years as a medical provider for children who are deaf and hard of hearing and exclusively of families with  deaf and hard of hearing children for the last six.

Particularly in your reference to sign posting I think it was a great example of how you have formalized this.  My opener with families all the time is it so we are going to start with the audiogram and make sure you feel comfortable with this information.

And that will be a great launching point for us to talk about how are things going with schools in this context?  Are you getting services that you need?  Do I need to pull anything else in?  

And what I have recognized in doing that is number 1, it addresses the lot of nervous is I have 17 questions for you so when I tell families what we will talk about they can say, "Okay, we will get to most of these things and I will follow with you at the end, but it is a huge anxiety reducer and it makes me as a provider ironically more efficient because even though you had to take that extra bit of time to say here is what we are going to cover, families are not saying, "I have priorities for you."  They know you will get to them.  Like my priorities are also yours and if we don't hit it, I will get it at the end.  I did not know there was a name for it.  Thank you for that.  I thought it was very interesting.

AMY SZARKOWSKI:  I will say that Ariel did a really good job and all of our recommendations are research‑based and we are happy to share those researchers and references for you.  It is not ideas pulled out of a hat.  It is stuff in the medical literature that says these lead to good medical outcomes.

ARIELLE SPELLUN:  There were a couple of studies that I found him come Mookie and training providers in communication and it looked at both the outcomes after sessions where people practiced or discussed communication skills and then attention over a long period of time and then all they were not just a 1‑hour task, they did have a retention.  My hope is you can take these skills back to your different states and that this will hopefully make a difference for your practice and for your experience as families.

AMY SZARKOWSKI:  Thank you for your attendance and participation!

(Applause)
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