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>> Okay.  Welcome.  I think we're at 1:00.  And so, we'll go ahead and get started.  The intention is for this section ‑‑ this session ‑‑ to be very interactive.  And so, I want you all to know, this is a safe place.  If you have a question and I say something about CMV and you think, wait.  That's not what I've been told.  I spoke to a professional and they told me something different.  Raise your hand right then and say, hey, stop.  Can we talk about this?  Because I think that is the way that we'll be able to come to a common ground on what CMV is and what action steps need to happen.

So, as I'm speaking, as Karen is speaking, I just want you to know, this is a very safe place.  We're not going to judge anyone if they have a misunderstanding.  And we are open to correcting our understanding if you know something we don't know.  And so, please, speak up if there's something that comes to your mind.

This is also intended to be an action planning session.  And we're going to spend the last half really digging into what next steps you can take back to your state or territory or wherever you're from and apply what we're learning.  So, as we talk about what CMV, if you have clarifying questions that will help you better take this message back to your community ‑‑ whatever that is ‑‑ I would really like people to stop and ask questions as we go.  If we need to stop on something and stay there for a while or go back, we will.

My name is Sara Doutre and I am a co‑founder of the National CMV Foundation.  And my daughter, Daisy, is 7.  She just turned 7.  This is Daisy.  She is ‑‑ she had congenital CMV and is deaf with bilateral Cochlear implants.  She was the inspiration for the Utah legislation.  I live in Utah.  This is Daisy last week.  Daisy, where are you?

>> I'm up at Beaver Mountain.

>> What are you doing at Beaver Mountain?

>> Skiing.

>> I show that because Daisy is doing really well right now.  Daisy has ‑‑ I mean, we're in a blizzard, skiing, has a helmet with her implants, over that, and she is hearing me well.  Clear speech.  Not talking a lot, but you can understand what she's saying.  Daisy is doing really well.  I believe Daisy could be doing even better.  She has an IEP.  Gets a couple hours of speech therapy at school and another hour privately.  If we had known Daisy had CMV the day after she was born or two weeks later, even if we hadn't been able to delay her hearing loss, it was progressive.  So, Daisy could hear at birth, I really believe that we could have delayed her hearing loss.  And if not, she could have gotten early intervention sooner and it would have been more effective the sooner we got it.  Before she lost her hearing completely between 15 and 18 months.  At 15 months, mild loss, at 18 months, profoundly deaf in both ears.  19 months.

By the time she was 15 months, hurry and get her more language, right?  So, I really ‑‑ she's doing really well.  I really still believe she would be doing better if we had known about CMV sooner.  So, this is my daughter, Daisy.  Anyway, I'm Sara, Daisy's mom.  Karen Fowler it up here with me and going to be talking to us.  A world‑known expert on CMV, an epidemiologist University of Alabama, Birmingham.  Sometimes researchers are not approachable.  I think, like, right?  That they talk over your head and they want to be the expert.  And one thing I really appreciate about Karen is that she is someone who ‑‑ her goal is to empower all of us to raise awareness of CMV and help prevent CMV.

You'll see when she talks about her work later that she really cares about educating and empowering women to make choices during their pregnancy to prevent CMV.  And I'm grateful that she has really empowered me to do some of the work I've done.  So, she is here.  She'll interrupt me, too, if I say something a little off.  Because the science is always changing is what I say when I'm wrong.

Okay.  So, the learning objectives for today are for us that I want you to be thinking about as we go are to identify key stakeholders for raising CMV awareness through education or screening.  We're going to talk about routes to CMV awareness, educating people directly and about screening.  When we start testing people for CMV, we start educating people about CMV, right?

We're going to talk about appropriate CMV educational messages after you figure out who the key stakeholders, and existing resources.  Some of Karen's work, some others have done and resources from the National CMV Foundation.

Let's do a quick, by raise of hands, how many of you are ‑‑ and I'm guessing ‑‑ I almost said, how many of you are parents.  And I'm guessing nearly everyone would raise their hand.  How many of you are here in your role as a parent, like, as a parent of a CMV child or has CMV affected your family?  Okay.  So, we've got a decent group of parents.  How many of you are ‑‑ work in a state EHDI program?  Okay.  Some overlap, yeah.  You can raise your hands twice.  How many of you are physicians or clinicians?  Chapter champions?  Wonderful.  You are ‑‑ you're my target audience.  I'm really grateful to have you here.  You are a very key stakeholder for us.

What other roles do we have in the room?  Did anyone not raise their hand?

>> [ Away from microphone ]

>> Okay.  Public help home visiting.  Audiologist.  How many audiologists?  Okay.  Fantastic.  I found ‑‑ for me, audiologists were my first line of people that I connected with that knew about CMV.  No one else ‑‑ my pediatrician.  I struggled with people and my audiologist was immediately like, I know about CMV.  I see CMV kids all the time.  Thank you.  They exist.  I'm not crazy.

Okay.  So, I would say this is the perfect ‑‑ the perfect storm, right?  Of stakeholders that we have in the room.  As we talk about some of this CMV action that we're planning, thinking about the people that are in the room, these are the people that are invested in CMV and raising awareness.  Enough that they paid extra, came to a session on Sunday afternoon to talk about this.  And I promise you that there are people in these roles in your state.  Whatever your state is.  So, if you're here as an audiologist, I promise you there's a parent out of there of a child with CMV who would love to partner with you.  If you're a clinician  I really think this representation of stakeholders I find every time we start doing this work somewhere, we find people.  And sometimes one or more of the groups isn't as on board, but I can get them on board.

I want to start out building common ground talking about CMV and catching people up if anyone is not familiar with what CMV is.  CMV stands for cytomegalovirus.  And at the National CMV Foundation, we have three kind of mine points.  And the first one is, CMV is common.  This is one that we kind of have to push pretty often because we get a lot of push back of CMV is rare, right?  And so, when Daisy ‑‑ even when Daisy was finally diagnosed with CMV when she was about 15 months old, people kept telling me CMV is really rare.  There are very few kids with CMV.  This is something that doesn't happen very often.  But CMV is very common.

One in 150 ‑‑ I will say, so, this is an info graphic from the National CMV Foundation.  You can use it on your website anywhere.  We'll show you the website a little bit later.  We need to update.  The CDC updated their numbers to one in 200, one in 150, one in 200 is pretty much the same.  One in 200 babies that is born with CMV.

One in five of those babies, or one in 1,000 babies born will have some sort of disability due to CMV.  CMV is the most common virus transmitted during pregnancy from a woman to her fetus.  And when a woman gets a CMV infection during pregnancy, whether that's a primary infection or a reactivation, she has about a one in three chance of passing that on to the unborn child.  When we are talking about screening, CMV is more common than the 29 combined metabolic and endocrine disorder the on the Recommended Uniform Screening Panel, RUSP.  When I say that CMV is more common, I'm talking about CMV kids that are affected.  Not the one in 200, but the one in 1,000.  So, CMV kids who are affected.

Most people who have CMV won't know.  For the general public, it's asymptomatic.  When a woman gets CMV when she's pregnant and passes it on to her baby, that's when the problem is, right?  So, we're talking about congenital CMV.  One thing ‑‑ I have it in italics here because many people ‑‑ this is something that's misstated often.  Many women transmit CMV during a reactivation or a new strand.  But because she's had CMV before in her life and when she's pregnant with the antibodies, it really does not change her risk of attracting a new infection or a reactivation of CMV and passing that on to her child.

So, quite often we start talking about ‑‑ and maybe for some of you are who are providers, like the home visiting person.  People who are in homes, right?  We start to say, oh, if you are going to get pregnant, get the CMV test.  If you have the antibodies, you're okay.  But if you have never had CMV, be really careful around young kids.  You want to be careful around young kids period when you're pregnant.  Having the antibodies, we don't understand how that works, but that's not protection.

So, everyone doesn't need to go home and have their daughters share saliva with somebody else with the CMV to get the antibodies right off the bat.  There's no crowd vaccination that way unfortunately.  Again, one in 200.  So, think about that.  One of the reasons I want you to think about the one in 200 is we talk a lot about the one in 1,000 who has disabilities due to CMV.  What are those other four out of five kids that are born with CMV?  Why do you think it's important to think about them?

>> [ Away from microphone ]

>> Progressive losses, right?  So, we may not know up front they have a disability.  But half of the kids with hearing loss, they'll be able to hear at birth.  They'll pass the newborn hearing screening.  What else?

>> [ Away from microphone ]

>> Thank you.  So, if you didn't hear her, she said, those four out of five kids are shedding the virus.  So, a child that is ‑‑ has congenital CMV is born with the CMV infection.  Regardless of whether they are symptomatic, regardless of whether they have hearing loss, they are shedding that virus.  And they're ‑‑ how long do you think you shed CMV?

>> [ Away from microphone ]

>> Months to three years?  So, my daughter ‑‑ I was ‑‑ I was ‑‑ I really wanted to know, I'm a curious person.  Daisy, my daughter, was still ‑‑ the first time we had a CMV that she was not shedding the virus in her urine and saliva, she was 6 and a half years old.

>> [ Away from microphone ]

>> Yeah.  So, her question was, how do we know with her son, they didn't keep testing because it could have been a reactivation.  Do we know it wasn't a reactivation with Daisy?  No.  But I know there was CMV being shed actively in my home until she was 5 and a half.  And during that time, I had another baby.  And so, I was very ‑‑ I partially wanted to know because I knew I would be careful.  But confirming that confirmed how important it was to be careful.  When I was pregnant with my 4‑year‑old, that was not protecting me from that happening again.  Yeah.  There's no way to know.

Just be aware for every one kid ‑‑ we don't know every kid that does.  But for every one, there are four running around, toddlers, 2‑year‑olds, that have congenital CMV, got it in utero, they're shedding it in urine and saliva and sharing with other kids, siblings, parents, with everyone, right?  We talk about the one in 1,000 being affected.  But the one in 200, that's smaller and smaller, that's the reason not to do awareness within not fund awareness programs, not do testing.  But those other four times as many, five times as many have it and are shedding it.  So, incidence ‑‑ so, it's about 30,000 children are born with CMV each year in the U.S.  More common than Down's syndrome, fetal alcohol syndrome, spina bifida, HIV/AIDS, all of those things with much higher awareness.  So, CMV is serious.

This is the next.  CMV is common, right?  CMV is serious.  The leading non‑genetic cause of hearing loss.  When we know the idiopathy, it's the leading known non‑genetic cause.  Microcephaly, 400,000 children die in the United States from CMV every year.  And, again, half of those with CMV‑relate the hearing loss means that is not detected at birth.  And Dr. Fowler has a great one in pediatrics?  The 5347?  Are you going to talk about that?  We're going to talk about targeted screening.  With only the babies who fail, that's about 53% of the kids who lose their hearing to CMV.  Only about half of those kids will lose their hearing to CMV.  More than ‑‑ right about half are going to pass the newborn hearing screening and go on to lose their hearing to CMV.

One child is permanently disabled by congenital CMV every hour.  Some I'm repeating and putting up separately.  Again, I want you to be thinking about, when you go back to the community you work in, what are the messages you want to take back from today?  What are the messages ‑‑ what are the key points you're going to take away and share?

There is a spectrum.  One of my beefs, I guess, with CMV is we talk about ‑‑ if you start reading CMV literature, you're going to get into symptomatic and asymptomatic.  My daughter was asymptomatic.  Does that make sense?  She had hearing loss.  She had an MRI when she was 2 days old because her fontanel was really big with enlarged ventricles on an ultrasound.  She has cysts in her brain.  Weird brain involvement, her gray matter is flatter than it should be.  But she's asymptomatic.  When you read about asymptomatic versus symptomatic, a child who only has hearing loss as their only symptom is generally considered asymptomatic.

>> Unless you live in Europe.

>> In the U.S.  In Europe and other places, they do a little more with that.  So ‑‑ and then the whole spectrum, again, and I think this was up here, again, I don't know if I said it, one study said ‑‑ and I think it was in Japan ‑‑ CMV women were seven times more likely to have a miscarriage than non‑CMV women  We don't know the numbers, but people can relate to it.  Because very few women who have had a baby with CMV, relatively.  But a lot more women have had a miscarriage.  That's one more way to start that conversation is, again, how does that start?  But we don't know that because pregnant women are not routinely screened for CMV.  Right now, there is a clinical trial going on for hyperimmunoglobulin E treatment during pregnancy.  Looking at treating women.  When we can push for screening pregnant women.

Screening pregnant women, we can talk about that for hours.  That is complicated.  When to test them?  Primary?  Secondary?  Test every week throughout the pregnancy?  It's complicated.  There are people working on that, that are passionate about it.  That's not my area of expertise or an area I have found I have had a lot of influence with clinicians and health departments.

Newborns in the U.S. are not routinely tested for CMV after birth.  Some important things to think about for screening is that they have to be diagnosed within 21 days, really, to call it congenital.  My daughter, we know it was congenital because we were able to obtain her Guthrie card and test her dry blood spot and it tested positive.  So, the dry blood spot is complicated and not as sensitive as saliva or urine and not recommended right now.  Some people have been able to do that.  That's the only way to go back and diagnose if you don't do it in the three weeks.  The baby could have gotten it in the NICU, or if they're nursing and the mother is nursing.  It's hard to say it's congenital if you don't get it tested right away.  Yes?

>> [ Away from microphone ]

>> Yeah.  So, the thought is, is that if they acquired it through the birth canal at delivery, they wouldn't have an infection yet at two weeks.  That's why they put a two week to 21 day.  So, there's some question to that, that it's not from delivery.  Perinatal infection.

>> That's how long thing it takes to show up in an individual.

>> Immediately get the virus and have an infection, it takes time to get that infection.

>> Did you have a question as well?

>> [ Away from microphone ]

>> Yeah.  That's part of it.  Yeah.  It's all that so you can distinguish between birth, you know, or early breast‑feeding.  So positive women who breast‑feed, the first couple of days in the colostrum, they don't shed the virus.  But later, one or two months.  You'll see more shedding.  That's another way that children ‑‑ and there's no ‑‑ there's really no adverse effects if a baby breast feeds.  I mean, we can talk about premature infants.  That's another one.

>> Did you have a question?

>> [ Away from microphone ]

>> Yeah, so, I'll share our story.  This is something for health departments to consider.  As you raise awareness of CMV, all these families without a diagnose, or the child with other things come to you and say, I want to know if my kid has CMV.  How can we find out?  Are my child's disabilities due to CMV?  My children had hearing loss for years and they're 6.  How do we know?  Daisy had an MRI when she was 2 days old.  You have a report that says her cysts are consistent with a congenital infection and kept failing the newborn hearing screening.  I kept saying, are these connected?  They said, they're not connected.  I was at a site for teaching about hearing studies.  We had her hearing tested and she kind of ‑‑ anyway, our hearing screening story is complicated.  She had an ABR at 13 days and passed, kind of.  So, we were told to follow‑up when she was a year old.  At a year old, followed up and got a kind of a basically, she's hearing okay.  She started getting a lot of ear infections.  So, we sought out an ENT to treat her ear infections and he wanted to put tubes in.  He said before we do tubes, let's test her hearing.  That's when we found out she had a mild loss in her right ear.  That pre‑tube surgery.

And this doctor had worked in San Francisco at an inner-city clinic and dealt with a lot of CMV.  He was prepping for her surgery and read her chart, he said I think your daughter is a classic case of this virus.  And I was like, what is CMV?  That was the day I went home and Googled.  What is CMV?  What is this?

And so, he ‑‑ while he had her out to put in her tubes, he took blood and found she had the antibodies.  And then I recognized my privilege in saying this.  I was able to have someone call the health department and just get her dry blood spot card.  And I believe we sent it to Alabama to have the lab test it.  So, luckily, Utah was doing another study at the time.  They were saving blood spots until 2 years old.  I don't think that's always typical.  Usually it's storage‑space dependent in Utah.  When they run out of slots in the fridges.  They throw them away.  Jill is back there from Utah.  If I say anything wrong about Utah, correct me.

But it was just kind of a perfect storm of we finally met the professional who put the puzzle pieces together and said this is CMV, duh.  Then we were able to get her card.  Does that answer your question?  Okay.  Yes?

>> [ Away from microphone ]

>> Yeah.  I'm going to let Karen take that.  Because the lab she works in has done a lot of work on that.

>> We had a seven-institution study called the CHIME study you may have heard of, screened 100,000 infants.  Part of that was ‑‑ it was an NIH‑funded grant to develop ‑‑ we were hoping the dry blood spots were going to work.  And so, the PCR protocol that we use only found like a 34% sensitivity on the dry blood spots.  And that article is published in JAMA.  And so, it had good specificity.  In other words, if you have a blood spot and it tests positive, that baby has CMV.  The problem is, what do you do when it tests negative?  It doesn't rule out CMV.

So, there have been others who are still looking at this question, seeing if they are improve.  Maybe someday someone will figure out there's another small problem, and CMV is kind of a tricky virus, in that not every child who has CMV sheds CMV in the blood.  But they shed large quantities of CMV in the urine and the saliva.  So, that's kind of one of the issues.  So, that's where it is.  But there's still some work ongoing.  But that's the problem with that.

And so, that's where we're at right now in the field.  And so, that's why ‑‑ Sara could get the blood spot and it was positive, so, she can be confident that Daisy had CMV.  The problem is, if she had gotten the blood spot and it was negative, she wouldn't have been able to say yes or no on that.  The only other way to be certain is if you were a mom, probably unlikely, you had testing done and your child is 3 years of age and your blood is negative, you couldn't have passed it on.  But as we go with age, all of us get exposed to CMV.  It's not really that helpful.

>> Yes.  Another question.

>> [ Away from microphone ]

>> By blood spot or urine and saliva?

>> [ Away from microphone ]

>> Okay.  So, any test, any screening test, whether it's saliva or urine or blood spot should be confirmed.  And so, it needs to probably be confirmed.  Like, we do saliva at our hospital and in our studies.  But we always try to confirm with the urine.  There's question about breast‑feeding.  We don't see much virus in the colostrum in the first days of life.  If you're getting a baby at 2, 3, 4 days of life, but in Utah, you don't screen until 4 weeks, there might be virus in the positive mom's breast milk that gets picked up.  There's issues.  They need to be confirmed.  We have had babies, a few that would be positive on blood spot, that when we confirmed, you know ‑‑ what you need to try to do in the first three weeks of life.  Which is tricky.  But even at three or four weeks, they were negative.

So, that can happen.  But you need one confirmation.  So, it's very important for a baby whose screen in the hospital for the pediatrician or whoever to get that test.  A follow‑up urine test is probably the best at two weeks of age.  We do both.  We would get saliva and urine and confirm.  Because any screening test ‑‑ the screening test ‑‑ the goal is to get everybody who might.  You're not trying to pull anybody out.  A screening test pulls everybody.  You're going to get a false positive.  Just like on a newborn hearing screening.  We try to get everybody, but sometimes there's a false positive

>> Another question back here.

>> [ Away from microphone ]

>> No, I would ‑‑ I mean, I think the simplest place is in the hospital if possible.

>> That makes sense.

>> That doesn't always happen depending on the states or the hospitals.  The hospitals doing targeted CMV screening or doing it before their discharged from the hospital.

>> [ Away from microphone ]

>> No, not automatically in the hospital.  And that's why in Utah he have had some false positives with the breast milk.  So, the goal is to bring those babies back into the lab to get that test before they're 3 weeks of age.  And so, yeah.  The later they are, the more likely you are to get that false positive.  Again, think about the amount of breast milk, if you have breast‑fed or watched someone breast‑feed how much milk there is.  That volume is increasing exponentially.  Jill, what do we say in Utah?  How long not to eat before the test?

>> [ Away from microphone ]

>> Yeah.  90 minutes to two hours.

>> Most say an hour.  None of us know what that magic number is.

>> We had an hour, and we had a false positive, right?

>> Yeah.  [ Away from microphone ]

>> So, good.  Utah is going to provide us red light answer to this question in just a couple of more ‑‑ because they're going to have data.  Really, truthfully.  It's exciting.

>> That's what exciting about any of these ‑‑ anywhere we can do more testing and collecting data, we learn more about the virus and how to test efficiently and effectually.  So ‑‑ okay.  So, and as we've just talked about, there are several states piloting projects.  And these look different.  We're going to talk about legislation in a few minutes.  But these are happening by legislation and just by intrinsic motivation, or motivation of a hospital or a system or because they're participating in a trial on treatment.  But the number of places starting to test for CMV is growing.

CMV vaccine is something that comes up.  And as you're hearing these questions, if you're considering pushing for CMV education or testing, these are such good questions because these are the questions that are going to come up.  But one question that comes up is, why don't we have a CMV vaccine?  In 1998, when they assigned priority for vaccine, they assigned CMV and the flu the same priority.  I don't know if we want to consider the flu vaccine a success.  This has been an especially bad year.  Maybe it's okay we don't have a CMV vaccine if it were only that effective.

Right now, they're in the research and development stage.  I'm not sure how accurate the numbers are, a couple of phase two, and one pending to move into a phase three trial of vaccines.  We're getting there.  It's probably still a ways off.  If you're thinking, oh, we're going to have a vaccine soon, everyone has been feeling that way for at least 20 years.

>> 30.

>> 30 years.  I don't think that's going to happen.  Industry has cited to us that lack of CMV awareness doesn't drive the market to push for a vaccine.  One of the byproducts of us raising awareness and people raising awareness and raising requests for treatment is going to be that there may be more pressure on the market to push the vaccine faster.  That's the hope.

So, the third piece, the first one is CMV is common.  Right?  The second one, CMV is serious.  The third one is that CMV is preventable.  And preventable is kind of a touchy word.  And I will say, if you look at the CDC website where they used to talk about prevention, they now talk about reducing risk.  So, prevention is a little bit easier to say and say it's preventable.  The sentence would have to be, you can reduce your risk of CMV.  But women can reduce their risk of CMV.  Pregnant women who work with young children should take precautions.  Those women who work with young children are at the highest risk.  It's often found in those home and day care settings.  We know it comes from saliva and urine.  That kissing on the mouth.  I really believe I probably got it from sharing a straw or my toddler having a sucker and us being somewhere where there was no trash can and me sticking it in my mouth after he was done after three licks.  Maybe that makes me really gross, but I don't think it does.

I love to show this to audiences, a pizza crust, or a peanut butter and jelly sandwich that's half eaten or a cracker.  People think, I'm not coming into contact with my toddler's saliva.  CMV can live for many hours on a piece of white bread with peanut butter on it.  Yes?

>> [ Away from microphone ]

>> My understanding is that it's longer for congenital, but it can be long for other infections, right?  So, we don't really test ‑‑ I mean, we don't know.  The answer is, we have not tested enough to see.  So, there was a study out of Utah, actually, like in the '80s where they tested babies at daycares, and 50% of the kids were shedding.  And they didn't have enough detail to know, like ‑‑ I mean, and there's no really way to know.  I wish the viral load was this, that means they have been shedding for this long and will be for this much longer.  But because we don't test, we don't know.  I think there is some thought that it may not be as long.  But it still could be long.  Months, years.  It may be two years as opposed to four.

>> It's intermittent.  You have a child who is shedding, and the next time you test, they're not shedding.  And then they are.  They pick it up from daycare by sharing those lovely toys and saliva.  They're going to have a primary infection.  They're shedding.  We don't know, it could be intermittent for a while.  Always say you don't want to get the flu, and the kids have all kinds of other nasty viruses that knock adults out completely when we get sick with it.  So, it's kind of the same.  I mean, they're passing all that around wherever there are children playing together.  It can be a daycare, it can be in a home, it can be with cousins, it can be with siblings.  You know?  So, it's happening.  So, we don't know.  And adults don't tend to shed as long.  There's some shedding data for like immuno compromised individuals.  They're concerned about that with transplants.  You don't want to transplant a positive organ into a CMV negative person, there will be a primary infection.

The safe thing I say to assume is that every child is shedding.  That's my philosophy during flu season.

>> Yes.  Another question here.

>> [ Away from microphone ]

>> We haven't seen evidence that shedding corresponds with hearing loss.  There was a study a graduate student did with the CDC with our data from UAB, we didn't see a pattern.  Doesn't mean the pattern doesn't exist, but it's the same thing.  Shedding may indicate active infection or decreased immunity at that moment.  But we don't really know ‑‑ we don't understand what's going on in the ear, you know?  Like what's happening.  And that's ‑‑ we're waiting for that brilliant scientist to figure that out for us.

>> Yeah.

>> So, it's tricky.  You know?  I guess the answer is, we don't know.

>> Yeah.  And as far as that, again, that piece of ‑‑ you don't know when and for how long, I still remember our speech therapist calling and saying, Sara, I'm sorry to call and say this, you're aware of CMV awareness and prevention, I just found out I'm pregnant.  I can't come to the house anymore.  That's common with CMV families.  We can't send this therapist to the house anymore.  They're negative.  We know that doesn't protect them.

Or people who have asked for their child not to come to daycare because they found out they had congenital CMV.  And my response to her was, well, good luck with the four other kids out there that are on the your case load.  Because if you have one on your case load that you know about, there are four other ones that you don't know.  They probably have CMV.  With the shedding, you don't know for how long or which kids.  Treat every child like they're shedding.  The kids that are symptomatic or have hearing loss, those are the ones we know.  We're cautious around them.  The ones that are probably the most dangers to us, we have no clue they have CMV.  They're the typically developing peers in your preschool program if you're doing early intervention.

They're the families that come to toddler group at the library.  Yeah, church, nursery.  Perfect example.  I think that's a big misconception and something we can help in the field of early intervention is clearing up that misconception of, okay ‑‑ it worked out well for us.  We got like the director of the parent infant program at the school for the deaf as our service coordinator.  I think, and we probably got better services because of it because she was old enough to be out of child bearing age and so we shame to our house.  So, if it works to the advantage for families, that's great.  But often it does not.  That's kind of a misled fear and a misunderstanding of who could be shedding and for how long.

So, again, a lot of people have CMV.  It can live for five minutes in a cracker, 15 minutes on plastic or an hand.  It's in an envelope.  It has to be wet.  It can be washed off with water, even.  It's not that hard to wash it off.  Again, reducing risk of CMV.  This is what we just talked about.  So, those healthy children who acquire CMV exhibit no symptoms, but can actively shed for a long time.

I want to quickly talk about CMV awareness.  This is kind of my soap box, I'm guessing you may have heard me talk about this at EHDI before.  But CMV awareness is trending down.  We published in JEHDI with one more point confirming this.  But the number of people who know what CMV is.  This is a horrible measure.

It's just saying, do you know about the following conditions.  Check off the ones you know.  Down's syndrome, pediatric HIV, spina bifida.  If they don't check CMV, the answer is no.  We're not confirming, do they think CMV comes from cat litter?  This is people who know CMV exists and it's a thing that affects babies.  This does not confirm they know what CMV is.  My logic tells us that number is probably even lower, right?  So, of the people who say they know what it is, the people who really know what it is and what it can do are probably lower.

So, there is a lot of room for growth in raising the awareness of the public about CMV.  And one thing to think about when you look at this is how women want to learn about things that can affect their baby.  And what has been found ‑‑ this is from a study ‑‑ oh, I don't think I put the citation in here, but I have it.  But, it was a survey of women of where they want to learn about pregnancy, things to do during pregnancy, and by far, 86% said from their doctor or health care professional.

So, if this is coming from family and friends is the next one, Amazingly, the Internet, 57%, books and materials, 54%, insurance, 33%, other.  But really women want to hear this from medical professionals.  And I would say, like, that was the ‑‑ that was the greatest thing for me about passing our legislation that the Utah Department of Health had to put their stamp on that.  So, I could say the Department of Health, the professionals, they say this is important.  You need to know about this.  Because that's really important to women.  Anyone who has been pregnant, you know.  Like, if you have one of those apps, you're getting 12 things a day to help your baby be better.  When I was pregnant with Daisy, I was 32 years, 33 years.  I had a master’s degree and I took the folic acid every day at night.  When I took it in the morning, it made me throw up.  I was diligent.  I heated deli meat up in the microwave before I ate them.  I was every OB's dream.  They gave me a huge folder.  She was my second kid and I reminded myself of things.

I was very ‑‑ I was very compliant with those recommendations.  I don't know that everyone is, but I think that that's one thing is, like, how do we get ‑‑ and that's something to talk about.  If you're looking for a target audience, the target audience that I haven't been able to touch, and we've really struggled with, are those OBs.  How do we convince them to start talking about it?  What is it going it take?  A lot of these measures are ways to get there.  If we start testing every baby for CMV were what are women going to ask?  What is CMV?  Can I do anything about it?  How do we get at those people is kind of my thing?
So, I want to talk a little bit about some ideas.  So, we're about 45 minutes in.  I want to talk about some things that are being done about CMV.  And, again, this is to give you all ideas.  So, I think everyone probably now ‑‑ do you all feel like you have a good grasp on what CMV is?  Yes?  How many of you think it's important for pregnant women to know about CMV?

Okay.

>> We locked the door to answer that question.

>> How many of you think it's important to start learning more about what kids have CMV?  Which kids have CMV, I guess.  Okay.  So, now I want to talk a little bit.  I'm going to have Karen share with us some work she's done and then I'm going to have Kim Hill, a mom from North Carolina, a CMV mom and worked in EHDI system now talk about work she's done.  I want you guys to have some examples.

And then maybe we'll take a break after that and I'll talk about the legislation.  For the second half, I really want us to get into small groups and do some planning.  So, I'm going to turn this over to Karen for now, though.  I think it's right here.  Okay.  There you go.

>> Okay.  So, I'm going to talk about an intervention that we attempted to see if we could change behavior in pregnant women.  And you already have heard this that CMV is common.  And that women ‑‑ most women haven't heard about CMV.  So, this was a study that we're writing up now and we did.  CDC funded this.  What we wanted to do was have a behavioral intervention that looked at.  We wanted to increase knowledge about CMV.  We thought if we talked about it, we could probably increase knowledge, at least, and then see if we could decrease self‑reported risk behaviors among young, urban pregnant women.  So, we had 215 women, 16‑29 years of age.  They were pregnant.  It was after their first prenatal visit.

And we didn't care.  We took all comers.  There was another study done in Rhode Island at the same time and they took, I think, negative women.  But we didn't, we said it's important for all women.  We're to the going to complicate the message.  It's a complicated message already.  And oh, don't do this and this and this.  It's not like ‑‑ I went to Philadelphia last week and there's a Zika thing.  It was freezing and there was a Zika thing about staying away from mosquitoes.  I took a picture of it.  I had to.  But important.

So, didn't want to complicate the message.  We had 108 women who went into the CMV prevention and the taking care of me group.  And then ‑‑ so, what we did in this intervention, talked to them for 15‑20 minutes.  They watched a short five-minute video that the CDC had done and added a little bit more to it.  I have it.  I'll show it at the end.  Then they got a take home packet that I'll show.  And text messaging for 12 weeks.  So, we had that.  So, the other group just got messaging about reducing stress in pregnancy.  And so, they got all the ‑‑ so, we had attention‑controlled, you know, control group.

And then we had a follow‑up, you know, we saw them again and asked the same kind of questions about CMV.  And so, here so, for example, what they would get.  So, they would get ‑‑ those are magnets.  And this little brochure about CMV.  Have you ever heard of it?  We had three messages.  One was, you know, don't put anything in your mouth that's been in your child's mouth.  We had don't, you know, avoid kissing young children on or near the mouth and then washing your hands.

And then we sent them home with this book ‑‑ this little booklet.  Like, my plan.  So, what we do is tell them about CMV.  But what could you do to change your behaviors in these key ‑‑ so, we gave them examples and how you could look at your potential risk.  And then, you know, so that you could change this.  We, you know, had them generate ideas.  For example, you know, she said she used ‑‑ put a hand sanitizer bottle next to the changing table.  We tried to make suggestions such as that.  So, we sent them home like with this whole booklet of information.  And in here the booklet ‑‑ you can look at this.  We had stickers.  We had a how to wash your hands.  Just in case you're not sure.  How long you need to wash your hands.

All these little magnets with instructions to remind them.  We sent them home with the DVD of the video, so they could watch it again, share it with their friends and family.  Even gave them a little certificate.  We'll get to what they liked and didn't like about this.  As you can imagine.  So, we had all that.  We also sent them home with hand sanitizer as a reminder and you can get one of these from the national CMV booth this week.

>> Yeah.  Hand sanitizer holders.

>> So, that's good.  So, we tried everything we could to kind of make the impression upon them.  So, the other group just got the stress reducer and they had three messages too.  I'm not going to talk about that.  That was interesting.  The young women loved that messaging too.  It was simple and nice, and we gave them a bottle of lotion.  They got a similar‑looking book.  Here was an example of some of the text we sent.  Are you working on your personalized baby protection plan?  You know best how to protect your baby from CMV.  Did, you know, that CMV is the most common infection passed from a mother to an unborn child?  CMV is the second leading cause of hearing loss.  We had two places to try to get a response from them just to see if they were getting the messages.

Preventing CMV doesn't mean you can't share affection, kiss them on the forehead or a big hug.  We had 91% complete the intervention.  And just to show you ‑‑ so, our population was predominantly black, low income, and mostly unmarried women.  But what I want to show here ‑‑ this is a busy slide, is that they have a lot of risk factors for CMV.  They have a lot of sexual activity.  But they had exposure to young children.

You can see that both groups had 75‑80% were caring for young children.  Even though ‑‑ oops.  It didn't do it, huh.  Anyways, so, living with young children.  Only about 44%.  So, they obviously were taking care of friends' children or cousins or something was going on.  Another interesting thing, we talk a lot about daycare.  And their children weren't in daycare.  So, it's not just children in daycare, it's children anywhere, you know, that are around.  Whether it's through extended families, whether it's through, you know, kind of non‑structured daycares or maybe, you know, a sister took care of a, you know, a niece or a nephew.  And they returned the favor the next week.

So, we had this going on in this house.  There it is.  So, we had a little bit higher ‑‑ which isn't very high, you know, in the teens.  And that they had heard of CMV.  And you're right.  They didn't have correct information, completely.  Some thought it was cat litter.  And various things.  Don't worry about reading all of this.  How many days in the past week did you kiss a child on the mouth?  How many times did you share eating utensils with a child?  Those types of things we were trying to get at the number.

And what we found, though, is that once ‑‑ if you look in the prevent group, which is the 97 there, 40% said they were kissing young children on the mouth.  And after our intervention, 10% were doing it.  So, we were able to significantly decrease.  They were able, at least for this amount of time, to change their behavior.  And then also sharing food, drinks, eating utensils, et cetera.  47% were doing that to 50%.  And in the group ‑‑ the prevent group, it went to 15.5%.  So, significantly reduced.  We had some reduction in the control group, but these young women were smart, you know, they figured, they keep asking me about this.  There must be something I need to know.

Some of them looked on the Internet, but it wasn't enough that we felt it interfered.  Then on hand washing, there was some decrease, but it wasn't significant.  Not always doing it, and then most of them ‑‑ but I think hand washing is tricky, I mean, for people.  Because every time I go to my daughter at UAB, they're trying to get the health care providers to wash their hands.  So, they have a health survey.  They come in.  Every time I see a health care provider, they want me to report on that health care if they didn't wash their hands.  They have been doing it for a couple of weeks.  Now when the health care provider comes in, they're like, here is this thing about hand washing.  Now, wash me watch my hands.  I'm like, got it.

And I say, did you sing "Happy Birthday"?  Just kidding.  If it's hard for health care providers to wash their hands, you can imagine.  But it's also a socially accepted behavior.  So, like, it's sort of like, you know, do you floss your teeth?  And, you know, when you're at the dentist.  Yeah.  I do it every time.  Right?  We're not going to say, well, sometimes I forget.  Or I don't or whatever.  The same thing with hand washing.  The studies they've done, they've shown that hand washing is one of those, you know, socially desirable things that you should do, whether you do it or not.

The studies that have stayed in the bathroom and counted, they're much different relationships.  So, I don't know.  I think saliva is the most important thing.  Most of us probably do wash our hands if we get urine or stuff on it.  Maybe not.  Anyways, they reduced their risk behavior.  Overall, we felt very positive about this.  But what's something is we worked really hard on that brochure.  You know, on all of this stuff.  They liked the video.  They thought it was extremely helpful.

Think about the generation of young women we're working with.  YouTubes everywhere.  The video was very, very popular.  Half of them shared with friends or watched it again.  They like the brochure.  I have brought this brochure, kind of an adapted one, if you want to take one.  If we don't have enough, we can send it.  Just quick messaging.  They like this.  Simple.  And they like the ‑‑ said the text messaging was helpful.  That was okay.  And 55% also liked the plan.  I tested this plan with my nieces that were pregnant or newly married.  And the one that already had a kid or two said that would take way too much time, I wouldn't bother.

And then the one that wasn't yet having any children, she helped.  She was a nurse.  Even though she went through the brochure and helped me with the wording and with the help behavior list, when she got pregnant, I'm like, you know, are you doing all these things she says, oh.  I thought it was for your second child.  And I went, oh, we have had it.  So, no matter how many times ‑‑ see?  I mean, that's worrisome, but there is kind of ‑‑ we have to keep talking about it.  Because there's a lot of information that comes at you and you miss it.

I was like, oh, no, no, no.  I'm questioning as my nieces become pregnant, are you doing ‑‑ do you want me to send you the brochure?  They're like, we've got it.  But that was interesting.  So, we concluded that it's possible to raise awareness and reduce.  So, this was something.  And what was interesting, Dr. Rosemary Thackeray, it was on message framing.  This is from the abstract.  And they observed kind of the same thing, that avoid kissing a child in the lips and sharing food, cups and utensil were two variables or two factors that they got greater gain in intention to participate.  So, the same thing we saw.  That was kind of supportive.  She's in a completely different population in the survey than our survey.  So, that was interesting.

So, just to end it here for me, I'm going to play this video, so you can see how simple it is that we had.  Just a little history.  You saw that we had about 90% black.  When we first saw the video from the CDC, it didn't have hardly any black people in it.  We're like, you know, we really need something.  So, actually, the black woman that's at the front is a CDC employee.  And the doctor at the end with his white coat, which we could comment on why they chose a white male, but I won't go there.  But anyways, he is also a CDC employee and was Mike Cannon's boss.

>> This is my daughter, Sophia.  When she was born, my doctor told me that she was infected with cytomegalovirus, also known as CMV.  I had never heard of CMV.  But I saw how it seriously harmed her body, her brain, and her hearing.  I did not know that CMV causes more birth defects than many other better‑known conditions such as Down's syndrome or cystic fibrosis.  I did not know that CMV is a major cause of hearing loss in young children.

Now that I know, I want you to know about CMV.  Please watch this video from the CDC and a brief message from my doctor so that you can know how to reduce the chances of your unborn baby catching CMV.

>> Hi, I'm Lisa and I'm expecting my second baby soon.  My daughter told me about a virus I need to avoid called cytomegalovirus, CMV for short.  If you're pregnant or hope to be pregnant one day, here's what you need to know about CMV.  It's spread through direct contact with the urine or saliva of someone who is infected.  Many people have CMV and it doesn't make them sick, but it's a problem when a pregnant woman becomes infected and passes the virus to her baby.  This is called congenital CMV.

Each year in the United States, about 30,000 children are born with CMV.  Most of them have no symptoms at birth.  However, about 6,000, or 1 in 750 children, will have health problems at birth or will develop permanent health problems in the first few years of life.  Problems can include hearing loss, vision loss, intellectual disability, seizures, and in severe cases, death.  Healthy children can carry CMV in their bodily fluids, so, women who take care of young children are most likely to get it.  Especially childcare providers and mothers of young children.

The most common way pregnant women are infected is by getting a child's urine or saliva in their eyes, nose, or mouth.  As a mom to be, the best way to protect your unborn baby from CMV is to protect yourself.  Preventing CMV is important for all pregnant women, even those who have been infected with it before because they can get infected with another strain.

CMV doesn't spread very easily.  You shouldn't be concerned with normal close contact with children as long as you take extra care to avoid getting saliva or urine in your eyes, nose, or mouth.  When you kiss a young child, try to avoid contact with saliva.  For example, you might kiss on the forehead or cheek rather than the lips.  Don't put things in your mouth that have just been in a child's mouth such as food, cups, forks or spoons, and pacifiers.

Wash your hands after touching a child's saliva or urine.  Especially after wiping a child's face or changing a diaper.  If you don't have soap and water, use an alcohol‑based hand sanitizer.  If you're concerned about CMV, talk to your health care provider.

>> CMV infection in an unborn baby can be a very serious condition.  Fortunately, during your pregnancy you can help protect your unborn baby by protecting yourself from CMV infection.  Let's review the three simple steps for lowering your risk of catching CMV.  First, when you kiss a young child, try to avoid contact with saliva.  For example, you might miss on the forehead or the cheek rather than the lips.

Second, do not put things in your mouth that have just been in the child's mouth such as food, cups, forks or spoons and pacifiers.  Third, wash your hands after touching your child's saliva or urine, especially after wiping a child's face.  If soap and water are not available, use an alcohol‑based hand sanitizer.  Use these steps in the same way you try to eat right and avoid alcohol when you're pregnant.  Best wishes for a happy and healthy pregnancy.

>> So, I think ‑‑ what I wanted to ‑‑ go ahead.

>> Oh, I was just wondering, so, we know that kiddos are shedding, shedding, shedding.  And this message is being targeted at women who are pregnant or trying to become pregnant.  What about men?  Can men get ‑‑ like, can it be passed from men to ‑‑

>> Great question.  Yeah.  So, you know, if the mom's pregnant and turns all the ‑‑ care of the child to the father, you know, and he does the same thing, I mean, obviously we don't have any studies to show that, but it makes sense that he could acquire the virus and then pass it to mom.  So, yes, that can happen.

So, we have ‑‑ we were messaging with pregnant women, but we have adapted this brochure just for everybody.  And we have done a study in a community college.  We were just asking them awareness, if they knew.  And they're around 10% also.  And we left them with this information and it was both male and female.  Purposely.  We need to expand our messaging, for sure.

>> Like with your niece, oh, only with my second child ‑‑

>> Right.  Exactly.  As we keep raising awareness, we need, you know, to expand.  And we are aren't touching upon ‑‑ there is some transmission of CMV through actual transmission and we're not even going there because that even complicates the messaging further.  But it does appear, you know, even in the studies we've done, and among young women who ‑‑ it does seem that the common thread is those young children and exposure and taking care of young children.

So, the point of all this is to say, we can change behavior, just a second, I'll get your question.  But this material's, you know, if you want some of these materials, if we can share them with you, we'll be a happy ‑‑ you can adapt them.  I think this video, I've shared it with other researchers.  I'm sure the CDC will have no problem with us sharing it.  We probably need better videos.  I mean, this is a good one in the middle which we can talk about some other time.  But I think we are in a culture that we like to watch stuff.  And we want it on our phones.  And so, we really need to start that messaging.  Because we don't want women to be infected.  We need to expand it.  Just like folic acid to before pregnancy.  Just so they're prepared.  You had a question.

>> [ Away from microphone ]

>> Yes, you can.  CMV is the same.  Zika's very similar to CMV.  And a lot of the -- you know, in how it's transmitted, except the mosquito part.  But once it's in the bodily fluids it can be transmitted.  CMV can be transmitted ‑‑ there's a bunch of decease from the 1990s that show that CMV is transmitted in vaginal secretions and semen, blood and all those places.  Yes?

>> [ Away from microphone ] ‑‑ available in other languages as well?

>> So, some of these today ‑‑ this one I don't think ‑‑ we don't have.  We have another one that we've used that we leave when we're screening moms and it just says what CMV is.  It's information for parents.  And it has the developmental milestones for hearing and speech.  And we have this one in Spanish.  And we have a little brochure about CMV for parents that we're just updating, and we have it in Spanish and actually in French.  We have changed a few things in it and we need one of our speakers to get ‑‑ so, I think we need to start building a ‑‑ a repository.  The national CMV Foundation has fantastic stuff.  Ours is done by scientists and nurses and people as we prepare studies.  And we had the logo, the CHIME study under it.  When we had the NIH grant.  We redesigned it, but people can come up with better designs.

>> And the cool thing is it worked.  The video was maybe a little cheesy.  And I don't think you would say, like, oh, my gosh, what a great, high quality AV production, right?  But what, like, the behavior change in people.  And so, wing the message is start from that.  At the Foundation we do have a lot of our materials and the basic awareness of stuff is in how many languages?  32 languages.

>> There you go.

>> So, we've got some that have.  And we'll bring up our website before we're done today and show you where to find that.  But I think we at the Foundation, also, we need to expand our resources website to include links to these other pieces and host some of that.  Because anything is better than nothing.  And clearly, like, it doesn't have to be really fancy to work.  So ‑‑

>> Right.  And, you know, it was a popular video.  They commented about the video quite a bit.

>> Yeah.

>> So, as a little bit ‑‑ I mean, it's not the level of what watch on YouTube, but ‑‑ some of it is.

>> But it's doable, right?

>> But it's doable.  Yeah.

>> [ Away from microphone ]

>> You know, that's an area that we need to expand upon.  We have done some things at UAB.  We were handing ‑‑ and we have been using the brochure also when we screen moms for CMV ‑‑ babies for CMV.  But we need to work on one to explain and Patty's asked me, and others ask me, we need to get to it.  One that explains when a baby, you know, why we want to test your baby for CMV after a refer on a newborn hearing screening.  And just sort of educating peopling.

>> And Utah has some of that on their website.  I think that's one of our goals at the Foundation that we established a priority for this year is something ‑‑ are you interested related to targeted screening after the newborn hearing screening refer or just in general?

>> [ Away from microphone ]

>> We need to get some materials.

>> That's prime, then.  We need to get on that.  Make sure they have accurate, good stuff.

>> And we need to do that through some of our health departments.  I know in Alabama we have been talking about putting some things out.  Because a lot of the children in Alabama, they're cared for by family practice.  So, they know less usually about CMV than a pediatrician in the community would.  So, we really do need that information.  Because I think there are providers who would look for that information or if they knew it was available would avail themselves to it, definitely.  Yes?

>> [ Away from microphone ]

>> We would ‑‑ no.

>> [ Away from microphone ]

>> No, I think that we wouldn't disagree with ‑‑ we're not saying don't breast‑feed.  I think there is an issue with preemies and CMV‑positive breast milk.  Don't they do the freeze most places?  Some it's not a problem.  Generally, most women don't know they're CMV positive or negative if they've had ‑‑ if they haven't been tested for CMV or their baby hasn't been tested.  What we do know is CMV‑positive women will shed CMV in the breast milk.  I think Zika‑infected women also shed in the breast milk.  It's very similar.

It doesn't seem in the first couple of days of life with the colostrum, there's much CMV there.  We have not gotten the false positives that Utah got going two, three weeks out.  As time goes on, 5% are shedding, 10, 15.  It's not all of them.   The baby that's being breast‑fed and exposed to CMV, they're not ‑‑ they're not going to have these problems.  They're not going to have hearing loss.  They're not going to have any of the complications that congenital CMV does.  So, it doesn't matter.  Now, they may then acquire a new CMV infection and, you know, then they're now infected and shedding virus.  So, now you have another household ‑‑ besides the toddler, you know, who might be shedding.  That's the issue.

And then there's studies in Kenya that Gant has done, they have positive.  I think in one of his papers that even the CMV ‑‑ the shedding breast milk baby ‑‑ he's trying to say they went back to the mom.  That's interesting science but doesn't really impact the messaging for breast‑feeding.

>> [ Away from microphone ]

>> So, she contracts CMV while she's pregnant, what that looks like for her symptomatically if anything at all.

>> Most of the time it's asymptomatic.  Some women will report they had like a flu‑like illness.  It's sort of like when the baby's diagnosed and the mom's trying to go back.  I mean, some of the moms here maybe can comment.  You start to think about what about when I was two and a half months pregnant and I got really sick.  I thought it was food poisoning.  Was it food poisoning.  Those kinds of things.  But it's not clear.  A normal, healthy, immune‑competent host, a low-grade fever, malaise or no symptoms.  None of us can really pinpoint when we acquired CMV unless we were having serial testing which would be impossible for most of us.

A few women do know, you know, they can say this is when it happened.  But for the vast majority, it's just a question mark, right?

>> I still remember my OB said, were you ever tired during pregnancy?

>> I know.

[ Laughter ]

Like, what pregnant woman says no?

>> Yeah.

>> That's kind of the challenge.

>> Like, especially tired, if you ever feel like ‑‑ [ Away from microphone ] ‑‑

>> Yeah.

>> I also read that it can ‑‑ in terms of the severity of outcomes for a symptomatic congenital CMV baby, is that dependent on whether it's contracted first, versus second versus third trimester and can you speak to that a little more?

>> CMV can be transmitted in all three trimesters.  All through pregnancy.  It's not limited to third trimester or first trimester.  There seems to be a pattern to more severe outcome in the first trimester.  That makes sense.  That's when any teratogen the baby is exposed to, there's a risk.  And it's also when the ear is developing.  So, that kind of makes sense.  But there are children who it's been documented were exposed in the third trimester.  The mom was CMV negative, acquired CMV in the third trimester, the baby was born with CMV and that baby also had hearing loss.  So, it can happen.  It's not just unique.  It may have had ‑‑ I don't remember.  There's been quite a few studies in Europe they have looked at that.  We have a couple of studies at UAB we were able to look.  We don't know what type of infection.  We know if we're positive or negative.  If a woman is tested in the third trimester and she's positive, that's all you've got.

There's a validity testing, but you don't know when that happened.  So, yes.  So, it can matter, but, you know, it's not a guarantee, again.  And really important is even if a woman gets an infection during pregnancy, or maybe has a reinfection, though how she would know she would have, you know, it's only a 30‑40% chance that virus is going to cross the placenta and cause an infection.  It's not, oh, my gosh, I have CMV.  It's all over.  That's not the case.  And the tricky thing is, we don't know which women are going to be the, you know, those are all the unanswered questions.  Why do some women have that?  Why do some kids have hearing loss, some don't?

Why does hearing loss occur early in some and late in others?  Those are all still kind of open questions.  So, any researcher in CMV who thinks they know all the answers and tells you, they're wrong.  Just so I'm just telling you.  Yes.

>> So, just thinking about ‑‑ I was just thinking about additional partners and messaging.  And I think OB is huge.  I know we have talked about that a bunch.  But I'm also thinking about for subsequent pregnancies, WIC and Early Head Start.  And Head Start partners.  Just seems like a natural fit.  I can't speak for WIC, but I work close with Early Head Start and Head Start.  They're providing that support for the family in so many different ways of life and parenting.

>> That's a really good point.  That's great.

>> Say you can target these populations and get those kids that have failed their hearing screening, get them CMV tested.  There was a time when they were talking about using valganciclovir, those things.  Where are we on that?

>> We are the Wild West on that.  I'm going to talk a little bit about asymptomatics on Tuesday.  But nasty, there was a consensus group that met in Australia and published in 2017 about some of their recommendations about valganciclovir.  And there was a Europe group in the pediatric infectious disease journal that published.   The European was slightly different.

There's been a clinical trial, a randomized clinical trial of gang valganciclovir with David at UAB with me.  They could lower or stabilize the hearing loss.  So, it was successful.  So, it is now currently recommended that a child who has symptomatic infection, that they should be treated with valganciclovir in the first six months.  That's standard with evidence to back it up.  And one of their criteria for symptomatic was hearing loss.  The problem was in their study, they didn't have any child who just had hearing loss alone.  So, we advocated ‑‑ and I was probably the one that advocated the most at this consensus meeting ‑‑ I wanted a definition of asymptomatic.  So, we basically came up with several definitions.  Very severe or symptomatic, multiple organs involved, CNS involvement.  Then we have those that have transient symptoms.  Low platelets or elevated liver enzymes, but they resolve.  So, they have no ‑‑ then we have what we call an asymptomatic with isolated sensory neural hearing loss.  No other symptoms but hearing loss at birth.  And asymptomatic, no symptoms, no hearing loss at birth.

We have those categories.  It's clear in the first group, we treat them.  Most would treat in the second group, even with the resolving symptoms.  Why not?  Clinicians like to do things.  They would do that.  There's no reason not to.  We have a trial that shows that.  The question comes up, is basically the consensus said, it's not recommended ‑‑ not routinely recommended for a child born with CMV and has hearing loss at birth.  In this group, I don't have to say the hearing newborn test, I can say hearing loss.  But with some clinicians, you have to explain the difference.  It's not routinely recommended.  Some people do it, some people don't.  Well, but the study had sensory neural hearing loss as one of the symptoms.  But it never really looked at these children.  So, it's a decision the family and the ‑‑ their health care provider has to make.

The group did recommend, they said there's no reason to treat asymptomatic.  And with the sensory neural, some clinicians do it.  And the asymptomatic, as more babies are being screened.  You're going to have a baby who refers on the newborn hearing screening, tested for CMV.  They're positive.  When they go for their full diagnostic evaluation, they don't have hearing loss.  Right?  So, now you know you have an asymptomatic baby.  No hearing loss.  But they could have hearing loss later, so, you're going to monitor them over time.  So, the question then comes up, well, should we treat them?

And that's a call that I think our group is getting quite a bit now.  What do we do?  And the response is, they would say no.  We would not ‑‑ we don't treat them at UAB because there's no evidence.  Maybe it works, maybe it doesn't.  But we don't have the evidence.  And the next e next question from the referring physician is why are we doing this if we can't treat them?  Well, let me tell you about early intervention and how good that is.  But there are two clinical trials just starting.  There's one, Albert Park in Utah.  They're going to screen ‑‑ they're going to take and clinical practice ‑‑ yeah, all over.

>> [ Away from microphone ]

>> He's got a ton of sites all over.  And so, if a baby refers on the newborn hearing screen and has hearing loss, they can choose to enroll in this study.  And either be enrolled to placebo or to the valganciclovir.  That's going to be great.  It'll get us the answer.  There is another study, there are other sites, they're going to enroll babies that are asymptomatic and do not have hearing loss.  They're not randomizing their trial.  They're taking all comers.  If you have a baby with CMV and no hearing loss at birth, you can choose to enroll in his trial.  Four months versus six.  They had six.  But they're going to follow ‑‑ and both of these are following for two years.  Our previous data knows that in asymptomatics, they have late onset later.  And the median age of late onset is 44 months.  So, not sure if they don't get full funding or don't get the full picture.  But we'll get some answers.

The other thing I will say is that we have ‑‑ working on it right now.  We have ten babies who were part of our CHIME study who enrolled in the valganciclovir study, and there were a subset with progressive hearing loss after the treatment.  The treatment is not a cure.  It may delay some of that loss until later.  There's no answer.

So, there's a lot of choices throughout.  But there are people who, you know, it's just a decision that's got to be made with the family and what's best and looking at the risk/benefit.

>> Are there any secondary effects of valganciclovir?

>> Yes.  There are some concerns about the long‑term fertility, potential for cancer they have shown in animals.  And also, you can have severe neutropenia.  So, it's not without ‑‑ it's a very toxic drug and an antiviral.  And, you know, the antivirals can be toxic.  But, you know, so far, the neutropenia is recovered ‑‑ so, there's a lot of lab tests that go along with the child being treated and now with valganciclovir, it does make it easier because it's not infusion.  It's oral.  But it's not without risk.  So, that's why I said I think the family and the pediatrician have to talk about what's best.

>> We were just talking about this study that you were doing with the kiddos ‑‑ whether it's progressive or fluctuating hearing loss, can you figure out if it's toxicity, prematurity.  I was curious of the history.

>> Yeah.  For the CMV kids that we identified with hearing loss, they didn't have other risk factors, you know?  The kids that I'm talking about that were treated were the typical symptomatic children.  Some may have been premature.  But they didn't significantly differ from those that didn't.  I believe there's a subset of children who get CMV who fluctuate and progress.  I don't know that percentage.  50, 60%.  But some get CMV‑related hearing loss and they're stable from the beginning.  It's unilateral.  I'm sure the audiologists in here have seen all kinds, right?  You have seen the stable child with CMV and the one that's like, whoa.

I have to confess, I was a young post‑graduate, I was a fellow in the audiologist who worked with our group.  He was great, and I kept saying, I don't understand.  I learned sensory neural, it's gone, right?  We kept saying it's changing.  Are you sure it's right?  He's smiling, this young woman is questioning him.  But it would show.  It was incredible.  So, what's that?  You know?  The hair cells aren't regenerating.  So, there's some kind of inflammation, some kind of immune ‑‑ something else is going on that we don't understand, obviously.

>> [ Away from microphone ]

>> Okay.

>> So, I just wanted to pass on our website at Utah because we do have a section for providers.  Questions that a provider might ask.  And we also have brochure ‑‑ the examples of our brochures that you can copy and if you want we can send the originals.  The brochures are all in Spanish and English.  We have one that's aimed at information for daycare providers and those that work with young children.  One that just talks about CMV and hearing loss.  And then another one that is what pregnant women should know about CMV.

So, I think there's some good resources on our website for you.  The address is just cmv@utah.gov.  Yes, I think you're right.

>> [ Away from microphone ]

>> You mentioned monitoring protocols for someone who tests positive for CMV and has normal hearing.  Is there a specific monitoring protocol you would prefer or would segment?

>> I think what we have recommended ‑‑ and there's a few people that do it a little differently ‑‑ is every six months.  But, you know, just to confirm that they don't have hearing loss at least until 3, 4, 5 years of age.  But we're moving into a time ‑‑ if we're going to be doing more ‑‑ that's what I'm going to talk about a little bit more on Tuesday.  I think we have to come up with a different protocol.  Because it's the same thing that happened to newborn hearing screening years ago, they were screening every baby, there were not enough pediatric audiologists going around.  Some of you may remember it.  Some of you look so young, you can't remember it.  But I remember.

>> [ Away from microphone ]

>> Okay.  This is what I think and I'm telling you what I'm going to talk about Tuesday.

>> Tuesday at what time?  What time on Tuesday it the presentation?

>> It's not the last one, but it's the next to last one.  But I'll just say briefly, I think that we need to look at that.  And I'm hoping some audiologists come and tell me where I'm wrong.  Because I talked to one person who I just met.  She was from Ireland and she was arguing with me about it.  You know?  So, I'm not an audiologist.  I've gotten really good at reading audiograms.  But I'm still not an audiologist.  I'm curious.  I think we can come up with a modified.  Once we know we have good left and right ear thresholds through AVR and VRA, we know this child.  We could monitor with a broader OAE.  That could be quicker, and we could get to it.  What we have seen, we'll see a child with normal hearing at 30 months with CMV, normal thresholds, and 36 months, they'll have decreased thresholds and abnormal OAEs.  And the ones that do have abnormal OAEs, and they have normal threshold is very few, but usually it's a sign that ‑‑ da, da, da, here comes the hearing loss, unfortunately.

That's with no middle ear.  None of that stuff.

>> Thank you, Karen.  That was excellent.

>> I got off topic.

>> No.  And she will be here ‑‑ as we get into the last hour of this and we start talking about some planning, Karen will be floating.  Raise your hand and I'm sure she'll be in high demand.  But she'll try to make it to everyone who has questions.

So, next I've asked Kim Hill to come up and share with us.  She's going to share another video that their family had made.  Do you want me to play the video first?  Okay.

>> Okay.  Ready?

>> Yep.

>> See the bar.

>> Tell me about yourself.  Tell me about you.

>> I'm Catelyn Hill.  And ‑‑ okay.

>> Just a second.  Let me get the ‑‑ now I've lost my ‑‑ I lost my captions.  I'm going to be in trouble.  Okay.  Captions are back.  Now, where is the video?  Okay.  Thank you.  Full screen.

>> Okay.  Ready?

>> Yep. 

>> Tell me about yourself.  Tell me about you.

>> I'm Catelyn Hill.  And I am ‑‑ it's fine.

>> Catelyn is my second child.  And my first pregnancy was so easy.

>> A couple of ultrasounds before Catelyn was born there were things happening medically, you know, with the ultrasounds that made us nervous.

>> And I just assumed when they said, well, we got this problem, this one cleared up.  That it really wasn't that big of a deal.

>> I always felt a little bit let down in that way.  We didn't have a whole lot of information.  And nobody said, hey, this is actually a big deal.  Your baby could be in danger.  They ‑‑ I think ‑‑ I don't know if they wanted to protect our feelings or what, but it seems like it was under‑played a little bit.

>> She was quiet when she was first born.  They did a C‑section and they had her and we kept waiting for that cry.  And we did hear it, but it was little.

>> She was four pounds, ten ounces.  So, she was very small.  She had all these health issues.

>> It's really common.  It's the most common congenital virus.

>> When somebody is pregnant, I say, hey.  Do you know about CMV?  And they almost always say no.

>> I would like it to just be another thing that women know about.  Something that women know to avoid.  I'm educated.  I know about CMV and I still got told it was not ever going to happen again.  It was so rare.  Your case is so isolated.  It's not rare.  It's pretty common.  And they're just not getting the education that they deserve.  I didn't think that, you know, seven years down the road we would still be in speech therapy and going to doctor’s appointments and dealing with effects of this one virus that caused so much damage.

>> And then somehow, I went skating back.  So, when I was at least 4 I got my hearing aid.

>> So, now she is 7 and she is completely deaf in her right ear and she's got a moderate loss in the left ear.  She uses a Cochlear implant on the right side and a hearing aid left side.

>> I'm happy that I'm with my mom.  I don't get in trouble a lot.

>> She doesn't see those kinds of dividing lines that we see.  Serve her friend.  Doesn't matter who they are, how they look, how old they are, she's to open and happy.  She'll give anybody a hug.  When she grows up, she wants to bake cookies and give them to people.  That's just ‑‑ that's Catelyn.  She just is loving.

>> You know, nobody knew what it was.  But I wish we had been given a little bit more information.

>> It's not hard.  It does take a little bit of a ‑‑ of a shift.  And some intentional behavior.  But you do that all the time when you're pregnant anyways.  You're accustomed to that.  You understand the importance.  And I think that moms are willing to do anything to protect their kids as long as they know about it.

>> I love how I am.  I'm a perfect, perfect girl.  I have a perfect home.  Perfect mom and dad.  And most of all, perfect this ‑‑ I'm the perfect girl in my family.  I'm a little bit different than the others because they are no deaf, so, too bad for them!

[ Applause ]

>> Thank you.  So, that's a video that we had ‑‑ we have a friend who is a videographer and he helped put that together for us for the CMV conference in 2016.  I'm grateful for the work he did.  It was a phenomenal job tell our story.  So, a little bit more background about us.  Catelyn was born symptomatic.  And this was after a pregnancy with kind of ‑‑ it was like a textbook CMV pregnancy.  We had ‑‑ they knew something was wrong.  We had so many of the symptoms and they didn't catch it.  Similar to Sara's story at the beginning where we were at a large teaching hospital.  They had so many opportunities to kind of get what was going on and they just missed it, unfortunately.

But they did a good job for not knowing what it was.  They did a good job of taking care of us.  And as soon as she was born, they sent her straight to the NICU and they knew right away.  She was tested for CMV day one and started on valganciclovir on day two.  We were lucky to have the early notice and intervention.  She transitioned to the valganciclovir after a few days and she stayed on the medication for a full year.  Had a high viral mode and had a hard time maintaining that without the medication.  We dealt with platelet issues, the biggest thing in the beginning.  Keeping that stabilized.  They kept her in the hospital for a while.  We were able to bring her home and start the process of having a child with CMV and trying to figure out how to navigate this whole new world.

The first year was spend surviving.  There was no advocacy that first year.  Maybe connecting to other parents who were a little bit further along in their journey.  Trying to get in touch with the right specialists and doctors.  Catelyn started with early intervention when she was 3 months old and she's now 8 and a half.  And I don't think a week's gone by that she hasn't had some sort of therapy.

So, in many ways, she's a success story.  It's very much due to a lot of work and a lot of help from specialists and doctors that we were very fortunate to jump right into.  So, a few other ‑‑ a few other notes, so, she did have that medication for a full year.  She did eventual lose most of her hearing.  Now at a profound and severe loss.  And this side does fluctuate.  We are at the audiologist every three months and try to keep her with the assistance she needs.

After Catelyn, six years later, I had twins.  And this time I knew what I was doing.  And I took all those precautions that doctors think would be too hard.  They're not too hard.  We did it.  My husband did it as well.  We took all those precautions.  We had twins.  One was in the NICU and he was small and anemic.  They knew our history with Catelyn.  They tested him for CMV.  My daughter was with me and she failed both newborn hearing screenings.  I asked for CMV testing for her.  And you would not believe the pushback.  Even with the NICU doing it, it was a different set of doctors.  They did do it, both the twins tested negative.

But that's ‑‑ it's interesting.  It's an interesting world that you jump into with CMV.  So, a few years later after we're kind of ‑‑ Catelyn's accomplished a lot, we're doing well, and I was ready to become more involved.  And at the time we had Stop CMV was kind of the bigger organization.  And Janelle Greenley contacted parents from different states and said there is an EHDI conference going on and we ask the parents to contact the main contact for the state and we want them to stop by the Stop CMV booth at the conference  Easy enough.  I sent off an email.  And the coordinators in the local branch were like, it's a parent.

They just skipped me right in.  They did not let me go.  And they were very responsive.  They said, absolutely.  We'll stop by the booth, that's great.  And they did.  But then they kept up with me.  And they said there's a conference if had Salt Lake this year.  You should go to that.  They helped me to go to the conference and asked me to come back and present to the EHDI board what I had learned at the conference.  And from there, they asked me specifically, would you be interested in talking about CMV to these different groups of professionals?  And so, I did quite a few of those.

And in 2016, started a new program called Parents as Leaders.  And I was invited to join with other parents that have children with special health care needs is how they distinguish it.  It's anything from a heart detect to autism to Down's syndrome to hearing loss.  Parents with all different backgrounds.  And we have been trained on a set of curriculum that we go and present to parent groups throughout the state.  Kind of to boost their leadership skills and their ability to advocate for their children.  Both in kind of smaller IEP settings and with doctors and then in larger scale settings with legislation or funding or policy changes.

And that's been really, really cool as a feeling.  It's been a great way to get to kind of know new people and have different contacts and just talk about CMV in kind of an effortless way.  You know?  It's not like a big thing that I'm pushing or any sort of conflict or anything.  It's just a conversation.  It's just my story.  And I found people very interested in hearing about it and knowing more about it.  And I have so many champions now.  People will send me news articles about CMV.  And ask me ‑‑ I have had four people ask me if I'm going to the conference this year.  I'm grateful.  I feel like I've infiltrated my way in a little bit.

It's been really, really rewarding.  And also, it's been kind of cool to see how much they have embraced me as a parent.  And they want that input.  And I can only speak to North Carolina, but they really have done a good job of involving parents just in general and they're happy to have that help.  And so, just kind of as encouragement to seek out those opportunities as a parent.  Or as a professional, to connect with your parents.  Because they are a wealth of information and they've got stories to share and experiences to give.

So, thank you for this opportunity.  If anybody has any questions about any of that.

>> [ Away from microphone ]

>> It is.  So, it was developed by the University of Vermont.  And actually, that's why I'm here, mostly, is I'm here with my state's EHDI team.  We presented about this training.  It's a full circle moment.  Four years ago, I didn't know what it was, and I was emailing, stop by this booth.  Now here I am presenting about it.  So, it's a series of ten modules that we go to established parent groups.  And we just teach these modules to these parents.  And sometimes they do all ten, sometimes they just do one or two.  It's been great.

>> And if you want to follow‑up with Kim, she's not listed as a presenter, but it was an instructional session earlier.  Look at the app.

>> I can get you in touch with people in the state that have all sorts of information.  It's a free program, not available online anymore.  But it's very much able to be shared and able to be used by other states.

>> Oh, yeah.  I just wanted to say thank you for sharing that video.  That was really, really great.

>> Thank you.  And that's been great, too, ever since we have had that video, it's been able to be shared in many different formats and groups.  Every time I go to something with the State, they can show the video.

>> I showed it ‑‑ Kim, let me share it ‑‑ I shared it at the Alabama State Public Health Screening Conference last fall.  It's getting widespread.

>> Just thinking ‑‑ you know, it's been almost two years since we did that.  We almost need an updated one.

>> So, other parents could do videos too.

>> Yeah, I just want to point that out.  So, what was the cost of that video to the State?  The State Department of Health?

>> Nothing.

>> Right?  So, North Carolina Department of Health now has an excellent video about a kid that they can use.  They can post on their website, they can put out on social media.  Kim did that.  A friend who has a videographer.  I'm guessing there are CMV families in every state who may be willing to video their own, maybe not as well done as that.  But the concept ‑‑ that's probably the gold standard, right?  Doesn't have to be that amazing.  That's a three‑way to get something to you.

So, I think with that ‑‑ oh, sorry.  Yeah.  Go ahead, Megan.

>> Did you have pushback from the North Carolina ‑‑ [ Away from microphone ] ‑‑

>> I haven't.  It is a unique situation where they're not allowed to get involved with any sort of CMV legislation.  State law prohibits them from any sort of law in that.  But very much I have been able to ‑‑ I've never had a problem.  Everyone's always been really open.  And I have presented to like the EHDI board and the kind of people that make the decisions and never had a problem.

>> And I think Kim has made her work very ‑‑ I mean, she, there's that sort of social capital piece of what she's putting into the system that probably makes them more likely to go with it.  She's training parents for them and doing these things all over the state.  With that, I think we'll take a break ‑‑ it's a quarter to 3:00 right now.  Could people use a break to get a drink and walk around for a minute?  Let's take a 15‑minute break and come back at 3:00 for the last hour where we're going to do more talking in small groups. 

[Break]

>> I'm going to get started.  I think ‑‑ let's get started again and just come back together for just a minute.  And then ‑‑ I love that you guys are already having these small group conversations.  I really quickly want to touch on a couple of things.  And while Kristin is standing right here, if you haven't met Kristin yet, this is Kristin Spytek, and Kristin is our newly employed ‑‑ we're finally at a point with our National CMV Foundation where we're able to pay someone to do some of this work.  So, it's pretty exciting.  So, Kristin is the executive director of the National CMV Foundation and doing this full‑time now.  So, it's really exciting.  If you haven't gotten a chance to meet her, she is floating around.  But we're in booth 24, come visit us and get some swag.  And I know you weren't standing up there on purpose.  But I also have this slide up.

So, as we start talking, I'm going to give you guys a task.  And I handed out some things.  We're going to talk about it really quick.  But a few things I want you to think about and materials I want you to think about.  These are examples of the National CMV Foundation posters we have in the 32 languages, are you pregnant?  We want you to know about CMV.  These are a logo on them along with the National CMV Foundation logo.  So, we are very happy to share our materials and co‑brand them with the state.  If you are in a state and need materials and you don't have any money to print those, you can contact Kristin and we will throw your logo on our materials and give them to you and you're welcome to print those and use them.  Anything we have.

>> they are going to add a black and Hispanic‑looking child.

>> We do have a few diversity things we are working on.  If you have a picture that's more representative of your state, we can switch that.  I know no matter what you write down on the sheets that you want to do, the big question is the dollar sign, right?  How are we going to afford to do this?  So, I want to tell you about some cheap things.  The best is the CMV Foundation.  You can take these, but when we started, before we merged to become the National CMV Foundation, we started a Utah branch.  I went through the leftover box.  And I gave myself a $100 budget and we were doing a health fair.  I got labels, and this one says don't ‑‑ that's CMV.  And I just stuck the label on it.

We handed people a toothbrush with a sticker on it.  I bought toothbrushes on Amazon.  So, super cheap, little label.  Like, student, parent, volunteer, anyone can stick the labels on.  My kids do it for me.  Take one of these.  Just an example.  I don't want people to get bogged down, this is going to cost too much.  We're not going to do it.  Same thing.  These are wet ones.  I found a good price on these at Staples in the closeout cart.  I got them for like 50 cents for a box.  Again, bought labels.  Use me to prevent CMV.  Very simple messaging.  Again, what is CMV?  Protect my baby?  What am I protecting my baby from?  Hopefully they'll Google it, hopefully the National CMV Foundation will show up.  Get a brochure.  And they're outdated, they say Utah on them.  But these are examples.  We found people wanted something to hand out and this mom contacted me and wanted something to put in her Christmas card.  We created a business card.

It folds into a business card.  If has cytomegalovirus definition ‑‑ number one, hazardous to every unborn baby, not known to mothers, prevent by keeping your mouth to yourself.  So, kind of like a cheesy little thing.  But then on the inside we have facts about CMV and how to prevent CMV.  Again, super cheap to print, Vistaprint, I don't know if you have used them, but you get 1,000 business cards for $7.  Hello, you can use them for this.  And everyone in the office can use their email address and get a thousand more for $7.  Anyway, there are ways to do this really cheap.  Up here also Karen put her brochure.

We didn't print brochures, but the website, start looking through that.  Come to our booth.  If there's something specific you're looking for, we can give that to you for free.  I don't want to give you these, I just kept one for every parent I did.  I asked parents to pay for a ‑‑ and I think it probably was more like $50 for a thousand.  Two‑sided, foldable.  But the parents paid me.  And this one said ‑‑ this was the mom whose idea it was, it has a picture of Gideon.  He has cerebral palsy due to a CMV infection.  His mom was never warned of the dangers of CMV when pregnant.  The same thing on the front, to be eliminated by CMV moms speaking up.

I have one with Daisy on it, one with Luciana, all these different little pictures.  Ways to get the word out.  There are parents who are very interested.  Are there people here from Arizona?  Yeah.  So, Gideon is Kathleen Muldoon's little boy.  Probably know Kathleen.  She sent this out in Christmas cards.  If you don't have a distribution mechanism if you're looking for ideas.  These things.  Buttons.  I wear this to the Utah legislature.  And count my vote, which is a horrible controversial election thing going on.  So, people are always like, CMV, is that count my vote?  No, it's not.  Let me tell you about something way cooler than that.

These are ones in Texas.  Knowledge is key.  So, know more CMV, it has a picture of a key.  So, there are like ‑‑ I was going to quickly go through some of the states with legislation.  This can happen through legislation.  So, we passed our law in Utah five years ago.  It's kind of crazy that it's been five years.  It doesn't end with legislation.  Legislation is a great catalyst to keep ‑‑ get things going.  I would say that without money.  So, some of the states that have legislation.

So, we have a $70,000 ongoing appropriation.  $70,000 years every year to the Department of Health to the education program.  That's a tiny bit of money.  But we've had billboards and buss with ads on the side.  Those things.  That's what that's coming from.  Legislation without money is really hard.  It's really hard for parents who have had this legislation passed.  My State Department of Health isn't doing anything.  How to make them do something with it.  We put it on the website, we don't have money for anything else.  So, legislation isn't an end solution.  And then that money gets threatened, right?

Luckily, I have someone I know really well on the social services appropriations committee and he called me in January and said, hey, are you ready to come hang out in Salt Lake a lot?  Why?  Because your CMV money is on the cut list.  The legislative analyst that for some reason identified this tiny bit of money compared to everything else that was millions of dollars.  It was on the pink sheet, which is the paper everybody knows.  So, I spent a couple of weeks driving to Salt Lake every day and keeping that money going.

And, again, it's hard.  Like, without parents to do that and advocates, like, I don't think the staff of the Department of Health, like Kim was saying, they can't get involved in those things.  They don't necessarily.  They can't go to the legislature and lobby.  So, that teamwork ‑‑ everyone has to keep going.  This doesn't end.  Five years ago, when we passed legislation, I felt like it was the beginning, not an end.  2015, Connecticut, Hawaii, Illinois and Texas all passed laws.  This is all on the National CMV Foundation website under our legislative page.  You can find a map and find links to the laws.  The different ones, what they require.

2016, Tennessee did.  It is unique.  It requires health care providers to inform women about CMV.  I don't know how well it's been implemented or being enforced.  I would say probably not much.  2017, Idaho, $5,000 in funding which was the next one to get funding.  That was exciting.  Iowa, Maine was really cool last year.  They were the first state to have a bill that proposed universal screening.

It didn't pass.  But they established a really cool work group.  So, also on our Foundation website, you can find ‑‑ so, what the main legislature said is we're not sure we're ready for this, we want to learn more.  So, they required the main CDC to put together a group.  That group consisted of midwife, OB, parent, ENTs, public health people, early intervention, the EHDI program.  They met several times over the last year and came out with a recommendation.  Their recommendation I believe is to start with targeted screening and move to universal very quickly.

So, again, that piece ‑‑ like, thinking of that legislative piece of, how can we leverage it?  Because in some ways that's way better than, like, look at this list of states.  Like, they passed a law.  There's not a lot happening, I would say.  There are pockets of things happening.  I don't want to be negative if you're from one of those states.  Sometimes we think, oh, we'll pass a law and next year everyone will know about CMV.  But that main work group was really cool.

Oregon  I know they have ‑‑ Heather is saying no to me.

>> [ Away from microphone ]

>> Oh, that's right.  It's really confusing.  Your bill is really confusing.  Yeah.  They're trying to fix it.  So, they're doing screening.  It was intended.  I'll say that.  From the parent ‑‑ the parent networking side.  The parent pushing side.  This year Minnesota, you may have seen if you're following CMV on Facebook or in Twitter or it was in the news this week.  Minnesota's considering a law.  An education program.  And it has, I think ‑‑ is there anyone ‑‑ I don't see Nicole or Kirsten here, but I think their fiscal note is $170,000 a year for education.  So, that's a good step in the right direction.  Do a little bit more.

California has a law that is going to be in committee on April 3rd.  And it proposes universal screening.  And I just want to say that, Kim, I remember when Janelle and I first drafted those emails asking people to just come by our booth.  And then the next year was like, did you know that EHDI programs are supposed to invite a parent to come with them to EHDI?  You guys should volunteer to be that parent.  We knew EHDI was a great way to infiltrate and get people to think about CMV.  You are all the people who know about CMV.  In some ways I'm preaching to the choir.  But California has five AAP chapter champions.  Is that right?  There are five.  Anyway.  They all came to a meeting with the sponsor

And despite AAP as an organization not liking the bill, they all spoke for this bill.  And the legislator who is proposing it was so encouraged by those chapter champions coming and speaking for CMV screening that he ignored the pushback from the medical associations and is pushing it forward.  Cost, fiscal stuff hasn't come up yet.  But it's a great message that you all ‑‑ and especially the AAP chapter champions that are here, I know Colleen from Michigan had to step out.  But the chapter champions here at EHDI are really good advocates for this.  Even when they're not supposed to be.  Well, when they're told not to from ‑‑ so, I was going to talk about a few more things.  But I really want us to get into planning for a few minutes.

So, what I have put on your desks are a few different things to just think about.  And I'm guessing, for those who work in public health, this is going to be nothing new.  But I want you to think about ‑‑ I may just hold these up and show you.  Okay.  Here ‑‑ one of the handouts I gave you was a social media marketing plan.  So, to think about social media specifically and your audience.  But all of these have the same components.  Who is our target audience?  What is our message?  What is ‑‑ like, what is the message from the ‑‑ from today?  What is your message that hit you that said, oh, my gosh, I think in our state people really do still think seropositivity is immunity.  You're never immune from CMV.  That's the message.  What is your simple message?  Is if our simple message is CMV is common, serious and preventable.  All of these have that who, how, where, what and when.  How are you going to do?  How are you going it get that message out?  And the last document with a more detailed, strategic plan.  It's basically three different ways of looking at the same thing.  Whatever resonates with you.  I think what I would like to do if we want to stay at the stables.

Do you know everyone from your state who might be here?  Do we want to make sure you sit with other people?  Raise your hand and see what state you're from.  See if there are other people.  Colorado over here.  Oh, look ‑‑ a huge Colorado group.  All the Colorado people come forward.  There were a couple of others.  Anyone else from California?  Okay.  Only one California.  Illinois?  Anyone else?  Okay.  Missouri, Illinois, back there.

I know we have an Oregon back in the corner.  Who do we have up here?  Kentucky.  D.C., anyone?  Okay.  Oh, Maryland, D.C.  Okay.  Good.  Where?  Oh, the Pacific Islands.  It might.  Are there anyone else ‑‑ are you ‑‑ oh, Marshall.  Okay.  Okay.

[Working in Groups]

And we're going float.  So, if you need Karen and you have questions, if you have questions for me, just kind of ‑‑

[Working in groups.]

>>

>> Okay, everyone.  I feel like we could have used a whole day to do this.  But we only have five minutes left.  So, we're going wrap up, and I just want to ask for a couple of volunteers to share with us what they came up with.  We only have like two minutes.  So, quick 30 second, who came up with something that they can act on next week when they get home?  Okay.  Right here.  Let me bring you a mic.

>> Okay.  So, we're a combination of California, Puerto Rico and Pacific Islands, I believe.  We were discussing here, we came up with a cute little acronym for CMV.  Of course, we were ‑‑ whether the V would be to avoid contact with saliva or spread the word about the village with CMV.  Our target audience?  Dad groups, some graduate study programs.  Health care professionals, screening programs and childcare agencies.

And then who we're going to reach.  We have what's called a bring your baby to work program at the Department of Health services and our state agencies as well.  And so, we were thinking of creating a little packet, or looking at that packet to see what information is give to those parents before they bring their baby to work.

Dispersing fact sheets or informational fliers and what's our ‑‑ our WIC offices, pediatric offices, our FQHCs and Department of Education.  As well as creating some kind of webinar for our early intervention programs.  Speaking matters, possibly creating a YouTube video or including something on the news channel.  And one of the things we said we could come up with was like a take home kit.  It included hand sanitizer, toothbrush, maybe a binky or wipes for the newborn screenings as they're completed in the hospital.  With the label on them.

Some other things was email blasts, creating blogs, including them in newsletters for our state.  We have quite a few newsletters from the separate agencies.  We can include something in all those.

>> Thank you.  Someone else.  Someone else wants to share real quick.  Anyone?  Anyone?  One more idea?  Okay.  You can think about it for a minute.  I'll come back and ask.  One favor I have for you guys, if you have an evaluation that you were given.  Will you please fill that out?  That helps us prepare better for next time.  And also, will help us plan for a few resources.  Again, the National CMV website is Nationalcmv.org.  And September 23‑25 in Burlington, Vermont, is the next CMV policy conference.  A great opportunity to do more of what we've done today, learn about treatment and everything.  And we want to hear from you there too.

So, if you do something with CMV, and I'm just going to give example.  I was talking to Stephanie McVicar last night from the Utah EHDI program, Jill, over the last three months you're at 95%?  Okay.  The last six months of 2017, 95% of the babies who failed their newborn hearing screening were tested for CMV within three weeks.  Guess what else that means?  They also had their hearing loss diagnostic stuff in that time.  So, in Utah, one of the side products of testing for CMV, babies who failed their newborn screening, is huge decrease in the loss to follow‑up.  So, imagine, for those of you who work in an EHDI program, 95% follow‑up, that's pretty amazing?  Right?

This conversation about CMV can have those outcomes.  Even if it's not what you're doing, but the questions you have, what would it take to happen?  These are the barriers, submit an abstract by April 2nd, cmvconference.org for that.  And then also, every two years there is an International CMV Conference.  And Karen and her team are hosting the next one in 2019 in Birmingham.  This is a great opportunity to really become overwhelm the with the science of CMV.

No.  It's a great opportunity to learn how complicated it is and gain a respect for that.  But I think that community is becoming more appreciative of the more applied presentations as well, would you say, Karen?

>> Right.  It will be an international community.  A lot of Europeans attend as well as from the Pacific.  Japan, China, Australia.  So, it's a good group.  And we'll have some things for parents and others.  And we'll have some things going on.  And so, we would love to say, it's nice to have you in Birmingham.

>> Okay.  That's all I've got.  We're at 4:01.  I don't want to be on my evaluations written, like, you went longer.  Thank you all for attending.  Come visit us tonight or throughout the next few days at the National CMV booth.  Come to Karen's presentation on Tuesday.

>> There's posters I saw too.

>> Come grab a toothbrush or some wet wipes. 

