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>> STEFFI RUSK:  Can everybody hear me okay?  Am I coming through on the mic?  How about now?  How's this?  Trying to find optimal mic placement is not really working.  Better?  If I speak about this volume, is this good?
I am Stephanie Rusk.  I'm second‑year audiology student at Utah State University.  I will be talking about parent hearing aid management, parent education and support.
As we all know, auditory experience is crucial following the Early Detection & Intervention.  What we ideally look at to make sure that they are getting appropriate auditory experience is the duration and quality of the hearing aid fit, the wear time and the age of fit.  Of course, we all want to follow that 1, 3, 6.  
But there are challenges that parents face, and some of these challenges include child behavior, parent confidence, acceptance of hearing aid necessity and multiple caregivers being involved in the hearing aid management and care.
As Dr. Munoz mentioned before, these challenges do affect the wear time which, in turn, affects the outcomes of speech and language development.  Jones 2013 and Munoz 2014 showed us that for the birth to 4 population, we are looking at an average of four hours per day of hearing aid use.
So what we did was we were trying to find what these barriers for the parents are.  So we did cross‑sectional survey study.  We mailed out the PHAMI, the Parent Hearing Aid Management Inventory, which was developed earlier by Dr. Munoz and a team to gauge how parents are feeling about their pediatric hearing aid management, what challenges they face, what information and skills that they were looking for.
So we mailed it out to seven states and got 318 surveys back.  They're from primarily a two‑parent, white, non‑Hispanic home.  And mother is the primary caregiver.  And we can see that the socioeconomic demographic information shows us that they're from higher educated and higher socioeconomic families that participated in our study.
As far as the children goes, we had an average age of 23 months.  The duration of hearing aid use was an average of 15 months, so this is from time of first fit to time of survey.  And then a third of our child population had a disability, additional disabilities.  The primary communication mode was spoken language.  And we can see that most of our children fell into the mild to severe degree of hearing loss in the better ear with some as mild bilateral and some as severe to profound.  So we got quite a bit of spread as far as hearing loss goes.
So when talking to parents, we wanted to find out the most frequently desired information.  So this is what they wanted, whether or not they encountered it or not, we just wanted to know what parents wanted.  They want financial help.  So ear molds cost a lot.  Are there any ways to save money?  Are there programs out there to assist us on the state, nationally, from the hearing aid companies, et cetera?
And a lot of parents want to know what their child can and cannot hear with their hearing aids and without.  So further explanation of the audiogram and limitations of their hearing loss.  They wanted to know how to get loaner hearing aids when their child's hearing aids are in for repair.  Sometimes they are gone for weeks to months at a time depending how much of a trouble there was and how much the hearing aid company can fix, et cetera.
And then the last one that I'm really interested in is how to help their child hear in noise.  In noisy situations, in the car, the use of FM systems, or additional systems to help their child hear in those difficult situations.
And we asked about their skills that they desired.  What did they want help knowing to do physically?  And 40% wanted to know how to do hearing aid maintenance, so basic skills such as changing an ear hook or the ear mold fell off, how do I put it back on.  Simple steps such as that.
Additionally, keeping hearing aids on, we all know that with small children, retention is a big struggle.  And then teaching others hearing aids skills, so skill sharing like with grandmas, grandpas.  As Dr. Preston and Dr. Munoz talked about, sometimes moms are working in the evenings.  They can come to the appointments but are not the full‑time caregivers of the hearing aids.
I would like you to note on the bottom, 25% of our parents did not have the basic tools to check hearing aid function, listening tubes, battery testers, blowers to clean out any dampness from the tubing or the ear mold, things like that that are just basic tools to manage hearing aids.  And sometimes if they don't have the ability to check the hearing aid function, then they're running into problems with decreases wear time.
So we also asked about the top challenges that parents encountered outside of maintenance and skills.  And so 35% of our parents reported that their children's hearing aid use time was less than eight hours a day.  And 70% of our parents reported that this was because of activities the children participate in such as water play, swimming, and then child resistance, so behavior management, not wanting to wear those hearing aids.
Fear of losing the hearing aids, again, in child activities such as play time.  Or I had one mother tell me the child takes off the hearing aid, pulls it apart into different parts and throws one this way and throws one this way.  There goes the ear mold and I will never find it again in the mess of my car situation.
Frequent feedback is another issue parents face.  This could be again by the car seat, laying down, inappropriate fit.  But the squealing often caused the kids discomfort and they took them out.  Other caregivers managing the hearing aids, baby‑sitters, grandma, grandpa, uncle, aunt.  We had one parent say they wear them at home but not at grandma's.  If they go to grandma while mom is at work, they are not wearing them every day.
Distractions with other children, children with multiple disabilities, other children, multiple children.  And then getting in a routine of when they wake up, you listen to the hearing aids, you put them on.  When they go to bed, you listen to the hearing aids, you take them off and put them away, open the battery door.  Getting into a routine caused a challenge for 40% of our parents.
So we also asked our parents to fill out a mental health questionnaire.  And this was just looking at their mental status, not ‑‑ we didn't say anything about regarding hearing aids.  This was just:  How are you doing, mom?  How are you doing, dad?  Are you having trouble sleeping at night?
And then looking at that, analyzes depressive symptoms, additional disabilities in the home versus income, educational, all of these factors that we took from the mental health questionnaire along with their socioeconomic status.  We compared that across hearing aid wear time.
We found that degree of hearing loss, depressive symptoms, they do have an impact on the hearing aid wear time.  And 27% of our parents wanted the audiologist to check in more often.  This could be a simple text message or phone call to say, hey, how it's going.
These are all quotes from our parents.  Call me at home to see how it's going.  This touches on something that Dr. Preston is working on with the teleintervention, is just to check in and say, hi, mom, what are your challenges this week?  Or keep monitoring me so I know what else I need to do.  Some parents reported I don't know when I come in for visits.  Do I come in weekly, monthly?  They wanted a definitive time line to say you should come in, in the next two weeks so we can check the thresholds.  From the audiologists to the parents rather than the other way around.
This was in important for in‑clinic visits.  Meet with me alone when I don't have the baby so I can focus and ask all the questions.  When they are trying to manage the baby and here's a new box of batteries and things and worry about this, they are balancing so many things that they can't ask the questions they have been trying to remember to ask since their last appointment.  Having another child care provider or calling them after the appointment, maybe while baby is taking a nap and say, hi, just wanted to check in if you have any questions that you thought of on your drive home.  Things like that.
What does this mean as far as clinical implications?  What we did is we looked at the audiologist and parent partnerships.  A classmate of mine did a survey study directed towards pediatric audiologists.  We wanted to see what pediatric audiologists were doing and not doing, and how that matched up with the desires that our parents had.
This is looking at information and skills that our parents wanted and what the audiologists were not supplying.  So how to meet other parents, 31% of our parents wanted it.  25% of the audiologists who responded to that study were not giving them that opportunity.
Options for financial assistance, how to access loaner hearing aids, and how to do basic hearing aid maintenance.  You can kind of see that those numbers line up.  44% of parents want hearing aid maintenance skills.  44% of audiologists are not teaching those skills.
So additionally, support for hearing aid use, pediatric audiologists reported not teaching skills to fathers.  So if mother is working evening, dad is working in the daytime, not teaching those skills to fathers leaves part of the day that those children are not getting appropriate hearing aid help and management.
Not teaching skills to other caregivers follows along those same lines.  Not being trained to screen for depression and anxiety and not collaborating with early intervention and speech pathologists.  Working with a birth to 3‑year‑old you are working with speech pathologists.  From a pediatric audiologists point of view, if 48% of them are not collaborating with the early intervention speech pathology, they are not getting the full picture of the child's routine and the child's care they are receiving.  And 61%, this kind of shocked me a little bit, is not being trained to screen for depression and anxiety when it is an influencing factor towards hearing aid use.
So considering not only the child but how the parent is doing and how the parent feels and how that may affect the child's hearing aid use and speech and language development.
I'm going to turn it over to Dr. Munoz, if she has any further thoughts or questions.
>> KAREN MUNOZ:  There was just ‑‑ is that coming on okay?  There were a couple of things that were interesting findings that were not influencing how much hearing aid use the parents were reporting that their child had.  So, for example, when we look at the age range, we looked at birth to 3.  There were no differences in use based on what age they were within that.
And there were also no differences in reported use based on how long they had the hearing aids.  I think sometimes it's easy to think, you know, they're new at it.  They will have them a while.  They will start using them more.  But what I feel like we are starting to see is that we really need to get in and help that use get to a good, effective, consistent place so it can stay there because they're not going to just get there on their own.  I think that was a really important thing for us to see.
The other thing that ‑‑ just as an aside that some of this information has led us to do, we have a study that we just started in our clinic last week that we're looking at how to incorporate screening for depression, anxiety and stress as part of our routine care because we've been finding through this study and a few others studies that it really does influence how the parents are doing.  And I don't know how everyone is practices, but I haven't really encountered it anywhere that I have been that we really purposely looked at how the parents are feeling what's happening with them, what support do they need for what they're going through and how that's going to influence the whole process with the family.  And I don't think ‑‑ again, this is my opinion.  People are not going to necessarily say, you know, I'm feeling kind of depressed and it has been harder to do the things you want me to do.  I think they are going to feel that but I don't think they are going to tell us that.  If we have a structured aspect for a screening in there to check in with them, how are you feeling?  How are you doing?  What can we do?  I think it just puts it out there.  It makes it part of the conversation, and it is something that we can incorporate in as it needs to be.
It was really interesting on this study to see that we had a high enough n that with the depression screening we used for this one, they had either no depression, minimal, mild, moderate, severe symptoms of depression.  Most of these parents fell within maybe the mild, some moderate, maybe one severe.  It was mostly mild or not really having any depression.  It didn't take much in terms of symptoms of depression that were present before it influenced how much their children were using their hearing aids based on parent report.
And what we know from Elizabeth Walker's study, I don't know if you know the outcomes for children with hearing loss study.  There was a report on that, that parents predictively overestimated amount of hearing loss.  So if a parent is telling you that they are using their hearing aids less, chances are it is even actually less than that rather than more.  So I think that those are some really important take‑aways from this about how can we look at partnering with parents in a way that's more effective, more ongoing and really reaching in to what's happening day for day for them.
We'd like to open it up for questions that anybody might have.
>> (speaker off microphone.)
>> STEFFI RUSK:  We refer them ‑‑ well, we are just starting.  But our protocol is going to be to refer them to their primary care provider if they need some more support with that.  So by getting it out on the table, we can acknowledge what's going on and address it as it relates to the reason we're working with them.  But we can also suggest that it is something that's really in the way for them, that they need to look at, they could go talk to their doctor.  We're not doing anything like a written referral or something like that.  But we will make the verbal referral.
Do you have a follow‑up thought?
>> (speaker off microphone.)
>> STEFFI RUSK:  We have been working with a psychologist on it.  I will talk with him.  We are following the recommendations of the psychologist on this team so that's where we got that.  But thank you.
Other thoughts?
>> (speaker off microphone.)
>> STEFFI RUSK:  The reasons they might be in that scenario could be so varied.  We have a family that's come to mind immediately.  It is a Spanish‑speaking family and they had a lot of trouble with acceptance of the hearing loss.  And I think what the real challenge is to try to get to what's underlying it, what's really the reason that you can't make forward movement really.  And sometimes forward movement's going to be in these really incremental steps.  So for a family that it's acceptance, getting them to a place of acceptance before they can start to use a hearing aid and do more has to happen.  Like, we may be ready for them to jump here but if they are still back here, we have to begin where they're at.  And sometimes it is slow.  That's how I think you get to the heart of it.  Good question.
Other thoughts?
>> (speaker off microphone.)
>> STEFFI RUSK:  I think that Guide By Your Side is great, and I'm glad that Illinois got that.  That's wonderful.
>> (speaker off microphone.)
>> Yep, yep.
>> STEFFI RUSK:  And that's exactly what our psychologist told us, because when we did this study, we used an instrument called a parent health questionnaire.  It is just a depression screening.  We said we really want to be support responsive to parents.  We want to have a way to do this.  He said you need to look at more than that.  Here is a great screening tool that includes, depression, anxiety and stress.  It does seem to be a great tool.
We are really looking at the feasibility and acceptability and in an audiology‑type setting.  So we are getting feedback ‑‑ it is all ages.  We are doing this for all ages of adults or parents of kids that are using hearing aids, cochlear implants, and saying is this okay us asking how are you feeling, is this important to you.  We are getting feedback all the way around to look at how we might implement this in our routine practice.
>> (speaker off microphone.)
>> STEFFI RUSK:  And that's what most parents are reporting to us through this questionnaire work that we've been doing.  They want to be checked in.  They want the audiologist to ask hem how they are feeling.  They want to talk about their emotions and what's going on.  It is not unique to audiology that that isn't something we do that great.  Healthcare in general is better at informational counseling and giving you information and education.  And it's less common for people to be comfortable with that psychosocial aspect of it.  So we avoid it.  We don't go there.  It is not our job.
But the psychologist that I work with on these studies are saying that's absolutely your job, this is within your role in counseling.  You do need to do this because I tell you what, if you think you just say I want to refer you to psychology and they are going to go there and do that, then they're not going to get anything.  They are just going to be hanging.  So it is in what way do we embrace it responsibly and well.
>> (speaker off microphone.)
(laughter).
>> STEFFI RUSK:  And I really liked that you said something.  Because one of the things that doesn't come up in this talk but I also talk a lot about is being so connected to that primary care physician, that medical home, what's happening.  That's one other reason to connect back to them because they are a resource for that as well and they are very much a part of the whole journey that you are taking with the parent.  So remembering who you have on your team, too, to help the whole family.
Any other thoughts?  We have a few moments.
Yeah?
>> (speaker off microphone.)
>> STEFFI RUSK:  That's such an important point that the parent, they are in the driver's seat.  They are in control.  While we have a lot of great information and things to share and support to do, we need to really bring them in as a valuable member of the team that they are because they are the ones that are going to be there every day implementing and doing things that are going to work for them within their family.  And I think sometimes it is easy for us to think we maybe have the answer for what they need to do.  But if you do that in the absence of what they bring to the table and what they need, it's not going to be as effective.  And getting together with other parents is huge.
>> (speaker off microphone.)
>> STEFFI RUSK:  Absolutely.  It is okay, yeah.  Yep.  Good point.  Any other thoughts?  Thank you very much.
(applause)  

