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>> JANET DesGEORGES:  Well, good morning.  I'm really happy to be here.  But as I learned yesterday as a presenter you should never say that because what's the alternative, not happy to be here?  As you can see from the front slide, I'm very excited to be here.  There's probably people sitting in the room who actually when they think about the discussion of quality improvement or PDSAs, actually you can see, like, just all this enthusiasm rubbing off them.  So I actually picked out that picture as part of my dark and cynical side.
I'm going to talk a little bit about my own personal experience in the quality improvement methodology process as a parent.  I have really simple outcomes.  Here's the learning objectives that I wrote several months ago.  Tried to be vague enough so I really could just say what I want to.  Can I really do this in 30 minutes?  I don't know.
But really what I hope that as you walk out the door after this session today or after 30 minutes is to ask yourselves the question for those of you who are involved in quality improvement in your states and your MCH grants, it is embedded in most work we do is:  Do you have a parent or parents involved in this process?  And if so, are you utilizing them effectively?  And I hope today just to give you some groundwork around the importance of involving parents but not just kind of the theoretical concept but also at the end just some practical ways that we as parents and professionals can partner together in the work we're doing to support families in their journey.
So I just wanted to introduce myself a little bit.  My name is Janet DesGeorges.  I'm a parent myself.  I have three daughters.  My youngest daughter Sara is hard of hearing.  Although she was identified a long time ago.  So I'm not one of those parents that can talk about the relevancy of today's EHDI system.  But I have been around and involved in many projects and watching the tide and flow.  We're moving the needle or whatever it tends to be sometimes in public health of the current trends.  I have to say when I first started hearing about quality improvement and methodology and how it was being embedded within the structure of the EHDI system, it did not resonate with me particularly as a parent, a direct correlation to my own child's journey or those of families that I'd known.  So I will talk about that a little bit today, about how to ensure the integrity of this model still at the end of the day makes a difference in families' lives.
In fact, I can see many parents here in the room today.  I'm probably going to tell a couple of their stories as well.  But I'm the executive director of Hands & Voices.  We're a parent‑driven organization.  We have 48 chapters across the country, actually kind of edging of 53 if you count our provisionals in the U.S. and Canada.
When I was first asked to be part of the NICHQ collaboratives, for those of you who have been around a while, there was a several had been year period where all the states were asked to go through the quality improvement through teams.  What was interesting about that is those teams were required to have a parent on the team.
So that created ‑‑ so I served on the faculty of those different collaboratives and began to think about how families were not just token members of those teams but really involved in PDSA.
Right away you can think about the difficulty in this process itself because I can tell you I won't have time for questions today but I know one of the questions that will come up is what about HIPAA.  Oftentimes PDSAs are done inside an established institution, a hospital or whatever.  To try to pull a parent into the PDSA process as a partner in the process, not the parents that may being tested in a PDSA but actual parents participating can be a challenge.  But it can be done.
So I really enjoyed those years and those collaboratives because parents were required to be on the team.  So, frankly, there was a high level of parent participation.  And I didn't have anything to do with that ‑‑ with the faculty in terms of seeing who was going to be there, but I was pleased as the team lists would come along, there were many families, parent leaders from Hands & Voices.  That's because many of our parents within our organization are already systemically embedded in partnering with professionals throughout the EHDI system.  So it made sense.
Last year, I was asked by the American Academy of Pediatrics to serve in a similar role for a group of collaboratives in Florida where pediatric offices were part of a collaborative looking at medical home improvement.  So I was pleased to be asked.  I went down to Florida a few times.  I started meeting with the parents.
But interestingly, there wasn't a requirement within that model to ensure the integrity of parent participation in the process.  And unfortunately of the 13 teams, by the time we got to the final time that we met, there were three parents there.  And thinking about parents being ‑‑ because I know you're all going to walk out of here today, if you haven't yet, ask a parent to participate.  It is a model that's both, like I said, not necessarily natural to a parent to think about.  We all have ideas for improving the system.  Trust me.  You can ask us.
But when we're asked to participate in this type of model, sometimes it can be a challenge.  So I have to say that when I first began this process and began to look at the models and things like that, I had a little bit of eye‑rolling that I had to get over and particularly looking at data.  I'm just not a data person myself.
But as I began to think about, well, that data actually represents something.  It represents a family story, and can it really be meaningful in improving the lives of families?  At some time, even though I do succumb to some sarcasm around doing this, and I bet you are here because you are enthusiastic supporters of the process and others literally because it is mandated in your MCH grant and you have to do it, right?  You are like, all right, let's do a PDSA.
I think for me and as I have encouraged parents to be involved in this initiative that's going through our system, to really kind of lean into the model, to learn it, to begin to ask the questions and think about when you're sitting on a team who's thinking about what kind of PDSA cycles can we do to ask ‑‑ to relate that to our own family journeys and say, what pieces of our journey as parents in the EHDI system could we tackle through this process of the PDSA and quality improvement?
So this is a really old slide that I used a long time ago just thinking about the EHDI system but thinking about how do we measure success.  Often ‑‑ I know many of you.  He just came out of our state team meeting in Colorado.  We spent a lot of time discussing our loss follow‑up members, the data and everything.  And we think to think about, gosh, one of the participants in our group made a really interesting comment.  He said, we could work on ‑‑ we know that probably half those families loss to follow‑up actually did make it through.  We could spend all our time finding them, tracking them, making sure they are in the system and yet really never touch or influence a family's life because they had already been ‑‑ we didn't get to those that actually didn't get any support or help or follow‑through.  Yet our statistics all of a sudden are cut in half.  So our statistics, the indicater of success, not necessarily.  I like Gertrude Stein who said how will we know we've gotten there?  Well, there is no "there" there.  And I think the EHDI system to some extent, that's true.  Even if we ever ‑‑ to me sometimes this is all linear.  We got screening down.  We are at loss to follow‑up.  We will actually get to meaningful dialogue about early intervention, much less parent‑to‑parent support or the involvement of deaf and hard of hearing adults in the system.  We have to do it all at the same time as we go.
So I just added this new quote.  Actually, there is a "there there" through the PDSA.  So you should all know this by heart.  It is actually ‑‑ I saw it in your notebook.  This is just so you can go get it tattooed on your arm.
(laughter).
And I know there are parents here, too, some who are involved in this and some who are just trying to come into it.  But you have to understand what the model is.  What is it that we're trying to accomplish?  How will we know that a change is an improvement and which change can we make as a result of that improvement?
I think one of the things that began to sort of bother me in this process when people sat down and started to try to figure out what's a PDSA cycle that we could do?  Was asking a question that has either already been answered in evidence‑based research.  It is good practice we should already be doing.  Why don't we need to test that?  We know it is a good thing for families we should be doing.
For me always one of the primary things that we as parents bring to the table is to say:  What are the questions that we don't know the answer to?  So sometimes it is a more subtle thing.  It may not ‑‑ maybe we already know that a new resource for parents is a good thing.  So maybe the process of the PDSA is how that's going to get delivered to families so that it's in a useable format.
Or if we're going to do individual follow‑up to families that have been lost to follow‑up, is texting a better avenue than a phone call?  Is the phone call more effective if it is scripted?  Is it more effective if it is done by a parent or a professional?  Those are some of the things that you can begin to test and sift through in the PDSA. 
And what I ‑‑ one hope that I see as the entire country and people doing MCH grants are doing is that we can really begin to learn from one another so that when you see an effective PDSA in another program, you can begin to adopt it.
So I won't spend a lot of time on this area because I really want to get to just kind of thinking about how is it that we involve families.
But, again, thinking about what is it that we're trying to accomplish, how are we going to measure that?  And I'm going to talk about that in context to broadening your horizons and measuring something so that it really affects parents.
Yeah, this is my ‑‑ (laughter)
When it gets down to real PDSAs, I have a hard time.  But one good thing to do if you are struggling with the model is to think about:  How could I apply that not within a really complex system?  But, of course, at home I would love my husband to do the dishes.  So the measure is how often will he do the dishes over the next week?  A little prework.  I recorded zero attempts over the last five days.
(laughter).
So what am I ‑‑ what are some ideas that I could have that could help?  Create a chart.  Institute a reward policy.  Nag.  This is one of those PDSAs I had to abandon.
(laughter).
Nothing worked.  I feel sorry for my husband.  He never has a chance to defend himself.
Anyway, again, just looking at the plan, do, study, act.  These slides are on the PowerPoints in the ethernet from the conference.  And for those of you who are parents here today that are becoming involved, I really do challenge and ask you to go in and kind of familiarize yourself with this model.  And I would also say that there's probably professionals here in the room, too, that are being tasked to plan ‑‑ participate in this.
I've heard some comments recently, well, we don't really need to do the forms or the model.  I do PDSAs all the time.  I'm always testing things.  And there is something about the integrity of the model that I think we need to come back to at times.  Although I understand the ideas that PDSAs aren't that difficult, it is just testing something but it is testing something, it's planning, it's figuring out what is the question that you want to answer.
So this information, wherever you can get it, there's lots of information out on the Internet.  I know NICHQ has lots of information about the model.  And I'm going to share a parent resource at the end about learning the model.
So let's kind of put the parent spin on QI work.  What I would ask ‑‑ and why for you as professionals, it is important for you to have parents on the team as parents are good at sitting in a meeting and beginning to think about whatever the discussion is, is involving some context within their own personal journey whether that's true or not.
Often, if we are talking about the delivery of information at the time of screening, I remember one family kind of stopping the discussion about how the nurse came up.  I think we were talking about scripted conversations.  And she said, you know what?  It wasn't so much what the nurse said, it was that she made sure ‑‑ she had my full attention.  She actually pulled up a chair and came down and sat down and leaned forward.  So I knew that it was an important conversation.  I mean, that was, like, an interesting kind of dynamic of that conversation of the script.
And I have another one I'm going to share with you as well.  But we have to think about ‑‑ this has to be a process that actually asks and answers critical questions.  The goal is to make things better.  And parents will be good at the table for you to say:  This will affect families at the end of the day on my end.
And also to not get down, get bogged down by the data but to try to understand it.  And so while on the one hand I say make sure you maintain the integrity of the model, don't let the model drive you to the extent that you're not doing the other things that at the end of the day are going to really make a difference in the lives of families.
So here's a couple examples.  I was at a conference and they were giving away door prizes and after I presented one of the door prizes was the ‑‑ the lady said:  How many people can guess how many times Janet took her glasses on and off during the presentation?  So, anyway, I can't help it.  I can't see without it.
Okay.  So we know that family experience ‑‑ families will Tess you through the process when you start asking them:  Why did you not come back for follow‑up testing often?  They will maybe say a physician, you know, said, let's just see what happens.  So a lot of times hearing quality improvement, you might have driver diagrams or different things.  In the NICHQ days, a lot of work was around fax back forms.  We have to make sure that the physician knows where the baby is at in the screening process.  I believe that's one of the biggest areas that physicians can help within the EHDI system, is to ensure that every time a family comes to the door, they know where that family is at in the screening process, can help support a family to go back and get rescreened.
But if we just looked at the PDSA model of faxing the form to the doctor ‑‑ and you can see that was a successful PSA because we got a confirmation that the doctor received it.  Who cares?  Because if the doctor puts that information in his file and never has a conversation with the family about whether they went back for screening or not, then it didn't make a difference.  So you can see that when you're asking critical questions or even going into the measure of it, we have to say, how can we measure it to ensure that at some point it ended up with an impact on a family's lives?
So going from ‑‑ so what did we want to accomplish?  We wanted to go from pediatricians to quit saying you can't test babies till they're 1 ‑‑ I mean, some of this is, like, education, right?  Or "let's just wait and see," "let's check to see if the screening results are in your file and see where you are at" as a practice of care.  Again, the change has to show up in families' lives.
In the previous QI work, some of the things that we did was delivery of information to families verbally and in writing.  So we ‑‑ I know we spent a lot of time thinking about how can we effectively get the information to families so that they'll come back.  I mean, to me I know why we have 98% screen rates and 40% follow‑up rates, because you have a captured audience and the system can control what they're doing with two families in the hospital versus the minute the family walks out the door.  That control of that ‑‑ your data point is now in the hands of the family.  So everybody understands, we got to impact the family.
The other day we were talking about public awareness campaigns.  Somebody was talking about, well, if we could do a "I love you" campaign and make sure your baby hears you say "I love you," I was like plaster huge postering around the hospital that say "maybe it is not just fluid in the ears."  Families are nodding their heads.  Literally you talk to families and say what didn't you come back?  They said it was probably fluid in the ears.
If it is their first time, it is often fluid in the ears.  So how do you deliver appropriate and factual information but it's going to make the impacts so the families come back.  This is the type of QI work where you can begin to explore those areas.
And I would challenge you that scripting ‑‑ I don't know how people's PDSAs are coming out in terms of working on a script and then do you measure the outcome of whether that family came back or not based on a script tweaking, or however you are working on information or resources to families, you better then have some sort of measure, did it impact loss to follow‑up.
Oh, I just want to go back and share a parent's story where we were sitting around talking about this idea of information being delivered verbally and in writing.  I think that's kind of ‑‑ you might test in a hospital whether something's ‑‑ how often was it delivered verbally or were families given something in writing.  And a family told a really interesting story about their experience as the information was being delivered, and it wasn't about whether it was verbally or in writing or scripted, it was about the "when."  That literally as her husband was pulling around into the hospital room, as they were, like, practically walking out the door, that's when the delivery of the information came.
And why would we not maybe think about what if we kind of tested in a hospital for five days with five babies when the information is delivered and does that make ‑‑ first of all, we want to get a baseline, oh, we found ‑‑ no, it's delivered at a time when other information is being disseminated which might be an appropriate time and not "by the way, your baby failed, referred, whatever, the hearing screening."  So thinking about it in that way.
I didn't put into this presentation ‑‑ I didn't have time.  I'm happy to share with you a lot of ways in which parents impacted PDSAs not just in the screening process but in diagnosis and intervention.  I want to challenge you as well not to do PDSAs just in the controlled hospital environment.  It tends to be easier because you can get that captured audience, but to really think about how can we use this model out in not just loss to follow‑up to screening to identification but from identification to early intervention and using this model to impact and influence improvement.
So thinking about beyond the scripted message, the motivation and time constraints of nurses.  I already talked about fluid in the ears.  So I'm just going to share one PDSA that a team began to look at rather than just tracking whether hospitals were giving information, both verbally and writing, they decided they were going to survey the parents and ask them whether they received ‑‑ whether they remembered receiving the information verbally and in writing.
So here's just a template of a survey that they used.  When you had your child screened in the hospital, how were the results delivered to you?  Please see the definition of the term "hearing screening" below.  First of all, we might need to remind parents what a hearing screening might look like.  So, you know, they could say they never even received the results verbally, in writing.  Verbally and in writing.  And I don't remember.
Now, it would be interesting to track your PDSA cycle to say:  We absolutely track that.  All of those five families actually were given information verbally and in writing.  And you could go back and survey those families and say:  But the family ‑‑ three of those families don't remember.  So then you're going to have to say, okay, it was successful or was it because at the end of the day you want to make sure that the impact is on the family.
So I just want to say, if you think that ‑‑ if you're on a team and I know many of you will be at the meetings on Wednesday looking at ‑‑ there will be lots of panel discussions and people who have been doing different PDSAs, to just kind of have the mindset to just ask that question.
Okay, great PDSA.  But is it really changing and improving the process in which families are going through the journey?  And it doesn't always necessarily have to specifically tie to a family outcome.  We know that good system infrastructure will create good process for families.  But at some point, there should be some sort of connectivity.
One of our hospitals got some new hearing equipment.  Had the vendor do a training and I brought a parent attend as well to speak to the nurses and that made a big difference.  It had an impact hearing from a parent.  It is so compelling and in her case she was a professional woman talking to a group of professionals and saying the importance of that screening to her family.
So now ‑‑ and I have had the opportunity one year in Colorado.  We decided we are going to do a road trip to all 55 birthing hospitals and literally sit in the nursing rooms of the screeners and talk to them personally.  We had a parent from each of our Guide by Your Side regions go in and talk to the screeners.  For me, I had a mindset around the importance of newborn hearing screening.  Sitting in those nurseries with all the work that the nurses do, I had a better perspective from the nurse's point of view, all the other things ‑‑ by the way, there's some other things going on there besides newborn hearing screening.  And it helped me think about not only was it important for everybody to hear the parent story or the hearing perspective, but I had to do that in context to the nurses' world and their lives.  But I have to tell you, I never once did not experience being in a room with nurse screeners who once they heard a family's story got this feeling of, wow, this is really important.
Do you know that screeners often never, ever see the end result of their work?  Which is an engaged family with a child who's deaf or hard of hearing moving through appropriate early intervention because they got screened on time.  Nurses usually don't ever get to see that.
And if you think about our purpose and why we do things, our motivation, if it feels important to us, we often do it.  So this idea that, oh, the parent's story is just a feel‑good moment, no, it can actually make a difference between or not that nurse understanding "oh, yeah, this is important that I get this baby screened."  Or "this is important, now I understand why doing the screening nine times isn't appropriate" because it is not about let's make sure that baby passes.  Or maybe I shouldn't do comfort counseling.  I love ‑‑ one of our fourth‑year students in Colorado called it that the other day, comfort counseling.  She said it's that idea that we want to lessen the impact of your baby failing the screen.  Oh, it's probably fluid in the ear or I wouldn't worry about it too much or whatever.  We need to make the impact that it's important.
There's a poster out there, Number 38, I was sitting next to the physician who had done this poster.  And she has some really interesting outcomes that looked at when families were counseled about the importance of newborn hearing screening, they were actually less likely to come back to rescreen.  She said that blew her hypothesis.  She was stunned.
So I think everybody ‑‑ you know, this idea of scripting, we're not doing something right here, but she said the interesting impact that she did find in this ‑‑ and you can go look at that poster ‑‑ was the physician ‑‑ if the PCP was notified specifically that the child failed the screen, that family had more of a chance of coming across.  And I think that also balanced out for factors like socioeconomic and different things like that.  So not sure ‑‑ I haven't read the whole poster.  But, anyway, that's an interesting thing to look at.
But, anyway, so let's just finalize ‑‑ how many minutes do I have because the next presenter is going to come up here.  I have two minutes.  Just think about for parents, about being on these types of teams to learn the art of story.  Think about when you are in a discussion, about a specific topic.  You don't need to tell your whole life story.  Think about the art of story and not only representing your own story, whether you had a bad or a good experience.  Represent more than your own family story so you don't always just have to say, well, it was great for me.  But really learn and draw from those other family's stories.
Here's just a list of things so that we can really be active participants on the team.
Just a couple quotes from parents who have participated as QI team members.  This was one of the most empowering projects I had every worked on before.  My voice was an equal one.  I felt like I was really helping to make changes in areas that had been big problems for me and my child.
I asked ‑‑ I did a little quick survey out to our chapters and asked how many of you are involved in QI projects.  We had 13 that came back and reported.  So if you think of the 50 states, maybe you're one of those 13.  And then I did some follow‑up questions with those that were involved and asked them, do you feel like you're an equal member of the team?  And there was sort of some yes and nos in there.  And still trying to kind of figure out their way of that.
So for U.S. professionals to figuring out the factors that lead to successful collaboration, it is not just getting any warm body, any parent to agree to it, but maybe a family that has a skill set to be able to participate.
And, finally, here's some work I did with some other colleagues back in the NICHQ days on powerful partnerships.  Handbook both for families and providers that go into more detail about this.  Thank you very much.  I'm going to turn it over to my ‑‑ to the next presenter who will be doing the next 30 minutes.  Sorry I don't have time for any questions.
(applause).
 

