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The Role of Multidisciplinary Team Clinic in Evaluating Children with Hearing Loss.

Presenters:

Stacy Claycomb.  Shannon Burns.  Sandra Gabbard. 

>> SHANNON BURNS:  My name is Shannon Burns.  I'm a pediatric audiologist at the university of Colorado hospital.  I'm here to talk about my multidisciplinary team clinic for families and children with hearing loss and other complicating factors in their development.  So to get started.  So we have developed something called Marion's CoMPASS clinic.  It's called the Colorado's multidisciplinary program for assessment and strategy support.  I have to give kudos for our fourth year.  I offered them a prize whoever came up with the best title for our clinic.  For so long we call it our team clinic and now we have a fancy title we're proud of.  It is helping those with hearing loss navigate the better way communicate.  Helping children navigate the system.  Get the support they need and I'll go ahead and show you what we do.

So first off, the other people on my panel up here are Sandy Gabbard which is the director of our clinic and Stacy Claycomb which is my co‑worker who we work with the pediatric population at our center.  They are heavily involved in our team clinic, as well.  So we have audiologist, we have a speech‑language pathologist who is also a certified auditory verbal therapist.  We have parent advocates, Janet DesGeorge and Maria Rodriguez help out.  Which has been a really great thing.  Then we have an adult mentor a role model Rebecca Molinger.  She is a bilateral cochlear implant recipient herself.  We have a developmental pediatrician/geneticist.  A genetic counselor who works with the geneticist.  Two neural otologist and a child psychologist.  Then we have someone who comes and does Bailey assessments.  Mary Murphy.  She's a pediatric nurse practitioner and she assesses children birth to about four, I think is what the Bailey assesses is just a general overall screening.

And then we have case managers.  Typically we have three families that come through the clinic in one given day.  And we have three fourth year AuD land fellows who follow the family the entire day.  They serve as their support system, taking notes.  Making sure everything is flowing for them and they are getting their needs met.  Then a program support assistant who helps coordinate and schedule and get the day, all the logistics worked out.

Two future additions that we would like to have would be a social worker and an occupational therapist.  Those are still in the works and funding is always the biggest issue as far as getting all the team members on board that we can.

So the clinic day looks like this.  It's especially designed clinic for each family.  We meet or talk with the families beforehand with the parents.  Figure out what their needs are, who they need to see that day, what's the most important and critical element for that family.  It's a full day of appointments and evaluations so it can be quite tedious, however, quite advantageous they can come and get their needs met all in one day as opposed to coming multivisits to the hospital.

We encourage the parents to bring snacks and toys whatever is going to have the child be happy for a whole day of really intense evaluations.

The family has a break for lunch around noon.  They have about an hour they go down to the cafeteria, across the street, get some lunch and relax, gather their thoughts and come back at 1:00.  During the lunch break our team meets.  We talk about all the evaluations that were done in the morning and really determine our next steps for the afternoon so that those providers have a heads up and know what would be best to help them.

And then throughout the day compile a list of recommendations, deliver to the family before they leave so they have something to go out the door with.  We have found that's really important instead of coming in and learning all of the different things and then leaving with nothing in their hands.  There's a formal report that's quite lengthy that follows, but the list of recommendations that are just immediate things they can work on is really helpful.

So when do we recommend to refer to a multidisciplinary team clinic?  Any child newly identified with hearing loss of any kind, bilateral unilateral, sensory, neural, conductive, neuropathy.  Any type, any degree.

Any family or provider who has concerns about the overall development of their child with hearing loss.  Things aren't just going according to plan.  They are not quite happy with where their progress is heading, just kind of a second opinion, another set of eyes and hands to see what is going on.

A child with delayed speech and language development and then anyone who has questions about are they getting the right services, are they having the right technology for their needs?  Are they able to access everything that can benefit them at that point in time.

And then we see a lot of families who come through as initial cochlear implant consultation for their child.  They come to our center for a second opinion or they are starting the process of my child is turning around ten, 11 months of age and we'd like to see if they are an implant candidate.

Families come to us who are interested in genetics testing trying to find out the cause of the hearing loss, it's a big thing and important for parents to kind of get an answer to wrap their minds around the reasons and why their child has a hearing loss.

Questions regarding the services, again, school placement.  Early intervention.  Are they in the right place?  Are they getting what they need?  Are there other recommendations to get them to be where they should be developmentally?

And then we get a lot of families coming just for second opinions who have services in other centers who have audiologist, who have speech therapists but they are just wanting to come see with a team of people if everything is happening the way it should.

More information, more support.  Confirmation they are doing things right and they feel like they are on the right path.

So what are parents looking for?  They are looking for answers.  They are looking to put all the piece of the puzzle together for their child.  They want support.  They want to know someone else understand what they are going through.  Again validation, confirmation they are doing everything they can for the child.  They are not missing something.

So we give them information.  We give them advice.  We give them guidance.  Ultimately the parent is the main provider for that child and the main team provider and they make the decisions so it's just guiding them and helping them reach the goals that they have for their child.

We provide next steps.  Recommendations for what they can do.  Referrals to other providers.  And then support in connection with their educational team or early intervention team.  Just having that line of communication open so that we're all talking about the needs.  So one of the biggest things that we have found in this clinic is the role of the parent in the clinic  and the role of the adult mentor or role model.  It's been a huge, huge thing for these families being able to connect with another parent, another parent who has a child with hearing loss.  Just to be able to sit down with someone and really be able to discuss what's going on with them emotionally and what they need supportwise.  It's been huge and the best part of the clinic in my opinion.

Families often come in, they feel alone, they feel isolated.  They feel like they have to deal with it all on their own.  To be able to sit down and talk with someone it ends up oftentimes being Kleenex and a crying session but it's so therapeutic and so relieving for them to get that out there.

Having the moral support, listening, sharing their owner personal stories and hearing back from the parent advocates their personal stories just gets them connected.

And then our parent advocates help connect the families with community events.  They go to different lectures, or different family events.  We have an annual family picnic that they can come to and they can meet other families and kids in their same situation or similar.

Then there's hands and voices and guide by your side getting them connected with those community organizations.

Back to the case manager.  Our fourth year AuD fellows that follow them throughout the day.  They are kind of responsible for gathering the information, making sure it's presented to the team members in a concise and accurate manner so we're all on the same page beforehand, before we meet with the family.  So they gather that information.  They disseminate it to all of us and then they shadow the family throughout the day.

They are kind of the second set of ears for the family so they sit kind of back while they are being evaluated by the speech therapist or the audiologist and they take notes.  And think of questions that maybe the mom or the dad kind of seemed like they wanted to ask but couldn't really think of it at the time.  Kind of nice to be the second set of ears and their support.

Then we have them typing the formal reports and sending them out to the family within a week is typically the goal.  That's typically the goal.  So we're working on that.

It's a lot of writing.

So the benefits overall of the team approach.  Team collaboration.  15 heads are better than one and you're looking at the same child and you have the same information, someone is going to think of something that the other didn't.  And come together and really brainstorm on how to best serve this family and get them what they need.  We can provide referrals to other professionals if there are other concerning factors maybe a neurologist would be a good idea.  We could refer them to a neurologist for another work‑up.  More genetics testing.  Anything we feel would be appropriate and if the family is interested in doing so.

Gets them connected.  It gets them feeling like they are in a place where they are going to be supported.

And then again to complete everything in one day, you know not taking the child out of school, for more than one day.  Not having the parent miss work more than one day.  Sometimes it can be a two‑day situation.  Typically we try to get as much done in one day as we possibly can.  Some kind of overall feedback we have gotten from families.  Most of it has been very positive.  A lot of times they leave our clinic very overwhelmed and exhausted because they had a 2‑year‑old in the clinic all day having evaluations.  Most often they feel positive and were able to get as much information as possible.

So I wanted to present some cases.  I have ‑‑ I have five but we'll get through as many as I can on families and kids who have come through the clinic and what they had going on and what we were able to do to help them with future goals.

So the first one is a 3‑year‑old male.  He had a history of auditory neuropathy, spectrum disorder bilaterally.  He presented behavior low with profound hearing loss.  At 20 months of age he receive add cochlear implant in his right ear.  His objective measures as far as testing with his implant.  He didn't have any neuroresponse telemetry.  Is he getting good neural stimulation?  It was really iffy at that point.  Initially he did have good responses.  When we activated the implant he seemed to respond, when we put him in the booth and he would light up when sound was presented.  At that time we did a P1 test and that showed the sound was getting to the auditory cortex quite nicely.  But then again I said his responses to sound kind of went down.  He became less interested in sound.  He wasn't making the progression that we thought and hoped, of course.  The issue of sensory integration came up.  They ended up putting a weighted vest on him.  He was working with an OT.  And then later on we repeated the P1 as his progress declined.  We were concerned about what was going, not kind of but very.  And the P1 was absent.  So sound was not getting to the cortex like it was before.  He wasn't interested in listening.  He really didn't have a lot of communicative intent.  He really didn't care what was going on in his environment.  So we had a lot of concerns that we needed to look at and the parents were obviously very concerned, as well.

So it appeared he was having good and bad hearing days with his implant.  Some days he was right on and some days he acted like it wasn't working whatsoever.

He loves to wear it every day, all day, he puts it back on himself.  It's never ever been an issue of rejecting the implant.  He wants it on every moment but he's not really using it.  So the parents were interested in a second cochlear implant and as a team we looked at well we have a lot of things to figure out before we do that.  First of all his auditory neuropathy and implant may or may not work well for him in the second ear.  May provide the same results.  So we were looking does he have any sort of form of autism?  We just kind of tried to figure out all the different options.  We put a hearing aid on the ear without the implant to see if that would show us anything.  He didn't want to wear it.  Wouldn't tolerate it so that didn't last very long.

We repeated the P1 testing, like I said.  It was still absent.  Even though initially after the implant it was there.  He gets weekly auditory verbal therapy with a really great therapist.  He continues to get OT services.  We as a team talking to his educational system he has a great teacher in the classroom in a total communication classroom.  The parents really wanted a second implant and after a long, long discussion of months and months and considering this we decided to go ahead and proceed.

We counseled very extensively to the family if we didn't know if it was going to do anything different to him.  If it was going to provide him access to sound or spoken language.  But the second implant ‑‑ just before the second implant he started showing signs of wanting to communicate, with sign, not spoken language.  His affect changed dramatically.  We don't know what happened.  Things changed.  Since doing the second implant we felt like maybe now that he wants to communicate this is going to be a better thing for him and so he has since shown much more interest in sound with the second implant.  Always wonder if we didn't get the good ear the first time.  You never know.  So he's been an interesting kid with amazing parents who have done everything they possibly could have investigated every option out there for him.  It's been quite amazing.  The other thing we did with him was we put ‑‑ now that Alena on him.  It's something that captures the language that's spoken in the home.  It measures all different sorts of things as far as the decibel level, how often the parent talks to him and Christie could talk about this more than I can.  He ended up with really great results.  He's in a Spanish speaking family and this mom talked to him nonstop with great just great language and just bathed him in it.  Alena came back with such positive information that these parents are doing everything they can.  We need to give him another chance.  The second implant we think is going to help.  So we're still in a long road with him but it's been interesting and it's great to have all the team members involved that he has.  He's got a great support system.  Okay.  Any questions about case number one?  Go ahead.  We did every piece of testing with the implant.  We did an integrity tests.  He never had responses in the OR.  The placement of the electrodes were fine.  The implant tested fine.  Everything we could figure out with the implant was functioning properly.  No reason for us to think it was malfunctioning.

Well, the fact that he loves to wear it, he loves to wear it.  There's never been an aversion to it ever.  Initially ‑‑ so it was definitely a question that we've had.  We wanted to rule out.  Yeah.  We actually even with him we did an MRI which is not something we typically do after implantation.  We took his magnet out.  Did an MRI.  We did everything we possibly could to investigate what we could going on.  There was no concerns in that realm.  Anything else?  No?

Okay.  Number two is a 30‑month‑old male.  I have several with auditory neuropathy in my cases.  Those tend to be the ones who come to our clinic really wanting answers because auditory neuropathy is so confusing and frustrating for parents.  You never know what the child is hearing and what they are not.  We get a lot of different neuropathy.  He had a history of multiple blood transfusions, maternal alcohol abuse during pregnancy.  He lives with his aunt now as his mom is in rehab.  He wears hearing aids.  Hearing loss behaviorally has been stable.  He hasn't fluctuated.  Really never been able to document any significant fluctuations in his hearing from day‑to‑day or week‑to‑week.  He likes to wear his hearing aids.  He gets good speech understanding.  We use visual reinforcement speech discrimination clinic for those of you who are familiar, it's a way to get kids that can't do picture pointing tasks.  It's great way to see if they are understanding the difference between speech sounds and he does excellent with that.

He's a very slow progress in speech and language development using some sign language but very limited.  Concerns and questions are sensory integration issues.  He's a very hyperactive child.  Also tried the weighted vest with him and I'm not quite sure if they continued with that.  I don't think they did.  He's had feeding concerns.  Slow growth.  Very small for his age.  He has some dysmorphic facial features.  Of course the question is fetal alcohol syndrome.  Never formally diagnosed for him so aunt and uncle were kind of we think he has fetal alcohol syndrome.  No one ever told us he did.  But his mom drank heavily throughout the entire pregnancy.  Pretty much a given.  When they came to see our team and they met with the geneticist and the genetic counselor.  They were concerned about fragile X syndrome.  So we had him evaluated for that.  Did some more genetic testing.  Confirmation was finally given to the guardians.  Genetic testing for fragile X was negative.  This poor kid keeps getting kicked out of preschool because he's very hyperactive.  He just can't communicate very well.  And behavior is kind of concerning and so he keeps getting kicked out of his preschools.  So we really ‑‑ we recommended from the beginning that he is in a special preschool but it's been a challenge for the family to get him in one that's close to one.  It's really a preschool that works with autism and children of that realm.  So they are working on getting into a preschool that's going to be able to support him and not be frustrated with him and want him out.

He continues to wear his hearing aids all waking hours.  He's getting additional speech and language therapy which before was kind of hit and miss with the family having a lot going on and a lot of appointments to deal with.

Okay.  So any questions about that one?

Case three is a 17‑month‑old male.  They came for a second opinion.  He was diagnosed with auditory neuropathy in at least one ear at another center and came to us again just wanting to know what's going on and initially we found a mild to moderate hearing loss in the right ear and a profound hearing loss in the left.

We have since found normal hearing in the right ear and still a profound hearing loss in the left that has been pretty stable.  Parents feel he's understanding very well, dad is really funny.  He puts about 30 flash cards of animals on the floor and he gets him to come up and okay.  Where's the cow.  It goes moo.  He's so adorable.  The kid comes up and picks the right card and walks off with it.  He's 17 months.  And he's doing a really good job with receptive language but expressively not so much.  Really hasn't come at all.  So sign, no spoken language.  So very frustrating for him to not be able to communicate his needs.

He has nystagmus, a delayed global development.  It was a normal pregnancy.  The parents were completely convinced the only thing that went wrong was meconium aspiration after birth.  We were able as a team to dispell that.  We did not feel that.  It was not something that caused it and I think they felt better that ‑‑ they felt it was their fault.  That this happened and we did not feel that was the cause.

We wanted to have different evaluations for him.  There were a lot of concerning factors, neurology evaluation, vision, balance testing, because he wasn't walking, very unsteady.  Parents just overall wanted to know, is our kid going to be normal?  Is he going to contribute to society?  Is he going to be able to live on his own?  They had very valid concerns.  So we did a trial with amplification, the one ear, better ear, until we found the hearing was normal and took it away.  Parents have not wanted to put a hearing aid in the other ear which is showing up profound pretty consistently.

So they are kind of feeling like he's got one normal ear‑ish and that's kind of all they can handle right now.  We continue to talk about hearing and noise and localization and that kind of thing and that's an ongoing conversations with these parents and what they are ale to kind of handle at that moment.

So he had a neurological evaluation.  He was diagnosed with a very rare syndrome and I didn't put the name on here.  I apologize.  It's not a typical syndrome.  Just a chromosomal abnormality that doesn't have an actual title to it.

So anyway this family came in and they were able to connect with our parent advocates and they sat down and the dad said, we got it.  We don't need to meet with other families.  We're going to figure this out on our own and he looked over to his wife and she said, no, I need support.  This is not ‑‑ this is not good enough.  I don't know how to figure this out on my own.  They had a real epiphany sitting in our parent advocate meeting during our team clinic day and really lots of crying and really figuring out they don't have to be alone in this process so I think that was just the biggest thing for this family.  It was really great.  So with that said I have two more cases but we might be done.  Is the next presenter ready to go?  Okay.  Any questions for me?  I have my contact information.  So you can call us with any questions ‑‑ yes?

>> [ inaudible comment ] 

>> SHANNON BURNS:  We do a pretty extensive preinterview with the families and we gather all the data we can from everywhere they have been seen before.  We have a pretty good idea what the parents are looking for, what's been done, what may be needed.  After that day we can refer to neurology if the team feels that's a good idea.  So they don't get everything on that day but we do figure out a good way to refer them on afterwards but we usually have a pretty good understanding of their needs before they come in or try to. 

>> [ inaudible comment ] 

>> SHANNON BURNS:  Our speech therapist is an auditory verbal therapist but we also have a center that's very committed to total communication and what the child needs.  So we offer whatever is necessary and whatever the goals are for that child, absolutely.  Yeah.  Anything else?  Okay.  Thank you very much.

[ APPLAUSE ]  .

