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Good afternoon. Welcome to today’s DataSpeak Web Conference on the National Survey of Children with Special Health Care Needs. My name is Dr. Michael Kogan, and I’m the Director of the Office of Data and Program Development in the Maternal and Child Health Bureau. The DataSpeak series is sponsored through the Office’s Maternal and Child Health Information Resource Center. Today we’re pleased to present the last DataSpeak program for the 2007 series. Archives of all programs held since 2000 are available from the MCH IRC Web site at the address listed on the slide. I’m also pleased to announce that podcasts of all the past 2007 DataSpeak programs are now available. Each program in this series will also be produced as a podcast in addition to the regular streaming format. Further details are available on the MCH IRC Web site.
Today’s program was planned to coincide with the data release of the 2005/2006 National Survey of Children with Special Health Care Needs, or NS-CSHCN. We’re fortunate to have with us several knowledgeable presenters to share their experiences in this topic. I’ll be the first speaker today, and I’ll begin the discussion by providing an overview of the purpose and uses of the NS-CSHCN. Later in the program, I’ll come back and highlight key findings in the survey. Our second speaker is Dr. Stephen Blumberg from the Centers for Disease Control and Prevention’s National Center for Health Statistics. He’ll provide an overview of the methodology used in collecting the survey data and introduce us to the changes that were made to this survey between the 2001 and 2005/2006 data collection period. We’ll end the program with Dr. Christina Bethell, the Director of the Child and Adolescent Health Measurement Initiative, an Associate Professor in the Department of Pediatrics at the Oregon Health and Science University. She’ll provide an overview of the Data Resource Center and how that tool can be used to analyze data from the National Survey of Children with Special Health Care needs. She’ll also discuss how the data can be used by MCH officials and program partners to serve the need of children with special health care needs and their families. It’s now my pleasure to introduce Vivian Gabor, the moderator for today’s program. Vivian, the floor is all yours.
Vivian Gabor:
Thank you, Michael, and welcome to all of our participants today. We’re delighted to have everyone with us. Before we begin our presentations, I have just a few housekeeping items to take care of. First, for those of you who are logged into our internet broadcast, you’ll be seeing an ongoing slide show throughout the next hour. At the end of the program, we would greatly appreciate you taking a moment to complete the short feedback form that can be found when you click the Feedback Form link on the left side of the screen.
Now, although we don’t anticipate that you’ll experience any technical problems today, I would like to give you a few tips on dealing with them just in case they come up. If you’re on the Web and experience any problems viewing your slides, please call technical support at 877-867-7300. Again, that number is 877-867-7300, which is located in the bottom left-hand corner of the screen should you need it. If it appears that the slides are not advancing, you may need to restart your browser and log back in. If you experience any difficulty with the audience stream, you can access the audio by phone. That number is 877-879-6207, and the password is “DataSpeak.” Please note that if you change your audio source, you must close your browser, log back in, and select the new audio source to ensure proper slide timing. Additional resources on today’s topic have been posted on the DataSpeak Web site, including those that our speakers will mention during their presentations. A link to this site is located in the resource area in the lower left-hand corner of the screen. After our presentations today, we will have a short question-and-answer session. Those of you on the phone will have an opportunity to ask questions through the operator, who will come on at that time to provide instructions for doing so. During the whole session, you can post question online during the program. If you’re logged in through the Internet, click the button that says “In Writing” at the bottom of your screen under the heading “Communicate with Lecturer,” type your message, and then just click “Send.”
Okay, now I want to move on to our program. I’d like to turn to our first presenter Dr. Michael Kogan. He’ll begin our discussion of the National Survey of Children with Special Health Care Needs. Michael, can you please start by explaining the purposes of the National Survey of Children with Special Health Care Needs?
Michael Kogan:
Sure, Vivian. First, let me start by sharing our definition of “children with special health care needs.” CSHCN encompass all children who have or are at increased risk for chronic, physical, developmental, behavioral, or emotional condition and who also require health-related services of a type or amount beyond that required by children generally. This definition is broad and inclusive, and it emphasizes the characteristic held in common by children with a wide range of diagnoses.
One of the major goals of this survey is to determine the proportion of the children from birth to age 18, nationally and in each state, who meet this definition. The 2005/2006 National Survey of Children with Special Health Care Needs was undertaken to re-assess the prevalence and impact of Special Health Care Needs among children in all 50 states and the District of Columbia. In addition to this important goal, the 2005/2006 round will also allow us to evaluate changes in this population since our first data collection in 2001. This survey also collects data regarding the demographic characteristics of these children, their functional limitations, their access to and the care they receive, the types of health and support services they and their families need, and the burden and impact their conditions have on the family.
Vivian Gabor:
What would you say are important applications or uses of the 2005/2006 survey data?
Michael Kogan:
Well, we could see a number of uses for this survey, as you can see on this slide. The first states can use this data for their to respond to a Title V performance measures. Secondly, looking at the national level, there are a num there are objectives for Healthy People 2010 that focus on children with special health care needs, and this data can be used to address that. Thirdly, beyond performance measures, as I mentioned, this data is can provide accurate state-level estimates, and these can be used for planning and program development at the state level. I also mentioned we can compare changes since the 2001 survey. The data can also be used for organizations that work with directly with children with special health care needs. And finally, both the 2001 survey there were a number of important scientific publications that came from that, and we’re hoping the same will result from this survey as well.
Vivian Gabor:
Thank you, Michael. Before we ask you to present some of the findings of the survey, I’d like to back up a little bit and turn to Dr. Stephen Blumberg. He’s a senior scientist at the Centers for Disease Control, National Center for Health Statistics. He was instrumental in the design of the survey and data collection process. Welcome, Stephen.
Stephen Blumberg:
Hi, Vivian.
Vivian Gabor:
Could you start us off by reviewing the methods used to collect the data for the survey?
Stephen Blumberg:
Sure. The National Survey of Children with Special Health Care Needs is a random-digit-dial telephone survey, which means essentially that we randomly generate telephone numbers in all 50 states and the District of Colombia, and then we make a lot of telephone calls to try to identify households and to learn whether the households that we do identify have children. Once we find a household with children, we screen all of the children in the household for special health care need. Our definition of “children with special health care needs” is the same as the Bureau’s, the one that Dr. Kogan just presented, with one exception, and that is that we don’t identify those children who might be at risk for a chronic condition or at risk for special health care needs. So we’re just looking at those children who have a chronic physical, developmental, behavioral, or emotional condition and who also require health and related services of a type or amount beyond that required by children generally.
To identify these children with special health care needs in the survey, we use what’s known as the CSHCN Screener. This is the same tool that was used in this survey in 2001. And this screener asks about five health care consequences, from need for prescription medications to need for physical, occupational, or speech therapy, and from needs for mental health care to activity limitations. If a child experiences at least one of these five consequences, we then ask two follow-up questions to determine if the health care consequence is due to a medical, behavioral, or other health condition and whether the condition is chronic. Any child who experiences one of the five health care consequences due to a chronic condition is considered to have special health care needs.
Vivian Gabor:
Okay. Now, once you find a household or a child with special health care needs, can you tell us how the interview proceeds?
Stephen Blumberg:
Sure. When a household includes a child with special health care needs, that household was eligible for the detailed questions about the health and health care of the child. Now, if the household included more that one child with special health care needs, just one was randomly selected to be the target of this detailed interview. Our goal was to complete detailed interviews for 750 children with special health care needs in every state, and we continued calling and screening households until we met that target. This process took nearly 2 years. We called more than 2 million telephone numbers, and all of this took place between April of 2005 and February of this year. The respondent was the parental guardian who was knowledgeable about the health of the child, and this was usually the mother. The interview lasted on average about 28 minutes, and it was conducted in English, Spanish, and four Asian languages.
Vivian Gabor:
Thank you. Stephen, I have a question that’s related. Can you clarify something I’ve wondered about? Why is the National Survey of the Children with Special Health Care Needs also sometimes called “SLAITS”?
Stephen Blumberg:
Good question. “SLAITS” stands for “the State and Local Area Integrated Telephone Survey,” and it is a mechanism for conducting high-quality telephone surveys in a cost-effective way. It’s a mechanism that has been used not only for the National Survey of Children with Special Health Care Needs, but also for the National Survey of Children’s Health, National Survey of Early Childhood Health, and several others. So, when people talk about the SLAITS survey, its not always clear which survey they’re talking about. That’s why we prefer to use the actual survey name.
Vivian Gabor:
Okay. I understand. Do you think the SLAITS methodology were you able to meet your sample size and completed interview goals?
Stephen Blumberg:
We did. We talked to nearly 200,000 households with children and screened more than 360,000 children in those households for special health care needs. We completed more than 40,000 detailed interviews for CSHCN nationally, and Alaska was the only state where we did not achieve 750 completed interviews. In most states, we completed more than 800 detailed interviews.
As for response rates, we achieved an overall response rate of 56 percent. It’s worth noting, however, that this response rate consists of four component completion rate. Once we identified, the household with CSHCN, nearly all of them, 96 percent, completed the interview. However, one out of five telephone numbers rang without an answer or were picked up and hung up without anyone saying anything. This is shown in the resolution rate on the slide. And when we were able to get someone on the phone, 1 out of 10 wouldn’t tell us if they even had children. So our response rate was essentially the low 70s before we even asked the questions to determine whether any children had special health care needs. Now, we do thank the good people of North Dakota, who seemed to be more willing to talk to us than people in other states.
Vivian Gabor:
Okay. I understand that a number of changes were made to the survey since the previous version in 2001. Could you tell us a little bit about the differences between the two surveys?
Stephen Blumberg:
Well, as in 2001, the detailed CSHCN interview included questions about health and functional status, access and use of special type or specific types of care, the extent to which the child receives care in the medical home, satisfaction with care, adequacy of health insurance, and the impact of the child’s health care needs on the family. However, in 2005 and 2006, we made significant revisions to three sections. In the new survey, we collect much more detail about the functional status of the child and about whether the child currently has any of 16 common chronic health conditions. We brought in the care coordination section so that we no longer ask only about professional care coordination. Rather, parents were asked whether anyone helps them arrange or coordinate their child’s health care and whether they could have used any extra health with care coordination. And we reconceptualized the section on transition to adult care or adult health care. The new section asked whether doctors have talked about seeing health care providers who treat adults, about health care needs as the child becomes an adult, and about health insurance coverage when the child becomes an adult. Parents were also asked whether such discussions would be helpful and whether the child is encouraged take responsibility for his or her own health care needs. Now, we also added several new questions to the survey. This slide sh is a list of just a few, including needs for interpreters; use of specific health care services, such as emergency rooms and preventive dental care; reasons for difficulty using community-based services; and family structure.
Vivian Gabor:
Thank you. Stephen, I know that a lot of our listeners may be interested in finding out how children with special health care needs fare in relation to other children with data from this round of the survey. Is it possible to make those comparisons?
Stephen Blumberg:
It is. In 2005 and 2006, we fielded what we’re calling a reference sample, and this was an independent national sample of about 6,000 households with children. One child was randomly selected from the household and was the subject of the detailed special health care needs interview, but in this sample this referenced sample, we conducted the details of interview whether or not the child had special health care needs. So we completed these detailed interviews for nearly 5,000 children without special health care needs, and estimates based on their data can be compared with estimates for CSHCN from the main sample.
Vivian Gabor:
Okay, and that was not available before in the 2001. Is that correct?
Stephen Blumberg:
That is correct.
Vivian Gabor:
Okay. Well, I’m sure a number of our listeners would be interested in finding about more about the survey methodology and data collection. Where can our audience go to learn more about the survey as well as access to data later?
Stephen Blumberg:
Well, to obtain the results of the survey, everyone’s encouraged to go to the Data Resource Center for Child and Adolescent Health, which Dr. Christina Bethel will be talking about in a minute. But for more information about the survey, I encourage people to come to the SLAITS homepage. There you will find a link to the 2005/2006 National Survey of CSHCN, and you’ll also find data files and documentation, including the methodology report what we call our Design and Operation Report. You’ll find the questionnaire, codebooks, and sample programs for analyzing the data if you’re comfortable in SAS.
Vivian Gabor:
Thank you very much, Stephen, for an excellent presentation really better understanding of the methodology that goes in behind the data. Now, we would like to turn to back to Michael. I understand that you have been reviewing the survey data and have prepared some important summaries and findings at the national level. Now you talked you told us earlier that there is a wealth and information in the survey, and we could tell that from Stephen as well. Can you begin today by telling us just about the prevalence of children with special health care needs in 2005/2006 and how this differed from 2001?
Michael Kogan:
Sure, Vivian. Overall, the 2005/2006 survey shows that 13.9 percent of U.S. children have special health care needs and 21.8 percent of households with children include at least one child with special health care needs. The prevalence of children with special health care needs represents a slight increase in the present reported in 2001. Now the reasons for this discrepancy are unknown. For instance, while it’s possible that the number of children with special health care needs is actually increasing, it’s equally possible that children’s conditions are more likely to be diagnosed due to increased access to medical care or growing awareness of these conditions on the part of parents or physicians.
Vivian Gabor:
Okay. What does the survey indicate about these children’s functional status and health care needs?
Michael Kogan:
Well, children with special health care needs can have many different types of difficulties as a result of their condition. A survey allows us to classify children’s functional status by grouping their functional difficulties into categories based on the type of activity that’s affected. As we can see here on this slide, 57.4 percent of children had difficulty with at least one bodily function, such as eating, dressing, or bathing. Nearly half of the children had difficulty participating in activities, like walking or running. In addition, nearly 42 percent had emotional or behavioral difficulties. Only 15 percent of children did not have any of these types of difficulties as a result of their condition. While not shown on this graph, it’s worth mentioning that 46 percent of children had at least two of these types of functional difficulties.
Now, the survey also documents the breadth and extent of these children with health care needs. For example, prescription medications are needed by 86 percent of children with special needs; 52 percent need special medical care; 33 percent need vision care; and specialized therapies encompassing physical, occupational, and speech therapy are required by 23 percent of these children.
Vivian Gabor:
Stephen, we know that health insurance coverage is a very important factor in all children’s access to and utilization of health care services. What do the data from the survey tell us about the adequacy of health insurance and access to needed care for these children with special health care needs?
Michael Kogan:
Actually, I’m Michael, but I’ll take this as a compliment.
Vivian Gabor:
Oh, I’m sorry, Michael.
Michael Kogan:
That’s okay. Well, there are a variety of factors that influence children’s access to needed health and support services, and one is availability and adequacy of health insurance coverage. As we can see from the pie chart on the left, the vast majority of children with special health care needs in 2005/2006 were covered by private insurance; that is, around 59.1 percent. At the time of survey, only 3.5 percent of children were uninsured, although 8.8 percent had lacked insurance at some point during the previous 12 months.
Now, here’s a good example of how the data can be used to look at changes from 2001 to 2006. The pie chart on the left is from 2001. This shows while the percent of uninsured had decreased, there’s been a major drop in private coverage for children with special health care needs over this period. Over the same time period, the proportion of children with only public insurance coverage has increased significantly, from 21.7 percent in 2001 to 28.1 percent in 2005/2006.
Despite the high rate of uninsured children in 2005/2006, just over one-third of insured respondents reported that their insurance isn’t always adequate to meet their children’s needs. We can see on this slide that 28.1 percent of children had inadequate insurance because the charges weren’t reasonable. Other reasons for inadequate insurance include benefits that do not meet their needs, reported by nearly 13 percent of parents of children with special health care needs; and not having access to provide what they need, which affected 9.3 percent of children.
One indication of children’s access to care is whether they’re able to receive all the health services they need. The survey data indicate that more than 16 percent of children needed but did not receive at least one health service. In this graph, we can see that 50 percent of children with special health care needs needing mental health services did not receive them. Additionally, 13.7 percent of children needing specialized therapies such as physical, occupational, or speech therapy, didn’t receive the needed services, and 10.7 percent of children in need of dental services other than routine services didn’t receive the care they needed. Now, nationally, this is not very different from the results of the 2001 survey, but at the state and subgroup level meaning, for instance, race and ethnicity there’s been a lot of change regarding health services reported as needed but not received.
Vivian Gabor:
Unfortunately, we don’t have the time today to talk about many of these subgroup differences in detail, but our listeners will have a chance to access that kind of data themselves later in the program, when they learn about this Data Resource Center. For now, could you tell us a little bit about care coordination and how children with special health care needs are faring with regard to these kind of services?
Michael Kogan:
Sure. Care coordination is the process that links children with special health care needs to services and resources in a coordinated effort to maximize the potential of children and provide them with optimal health care. We can see on this graph that 37.5 percent of children were lacking one or more components of care coordination. Of three individual elements, the one that with least often met was communication among health care providers. The parents of 31.3 percent of children reported not being very satisfied. The parents of 15.3 percent of children reported that they didn’t usually receive extra help when needed, while parents of 13.5 percent of children reported that they weren’t very satisfied with communication between health care providers and other programs.
Vivian Gabor:
That is very interesting as we get more information focused on care coordination. There’s also a lot of interest in medical homes, and a lot of our efforts to promote children’s health focus on assuring the children have access to a medical home. How is a “medical home” defined for purposes of this survey, and what do the findings tell us about our progress toward that goal for children with special health care needs?
Michael Kogan:
Well, a medical home is defined as a source of ongoing, comprehensive, coordinated, family-centered care in the child’s community. This outcome was evaluated using a series a questions, including whether the child has a personal doctor or nurse and usual source of sick care; whether the child has had problems obtaining needed referrals; whether the doctor spends enough time with the family, is sensitive to family customs, provides the family with enough information, and listens carefully to the parent; whether the parent feels a partner in the child’s care; and, when needed, whether the family receives interpretation services and gets help coordinating the child’s care. Based on this methodology, 51.4 percent of children with special health care needs surveyed received care through a medical home. This varied substantially, however, by the family’s income level. The bar chart shows that more than 56 percent of children with health care needs whose families had incomes equal to 400 percent or more of the federal poverty level received care through a medical home, compared to around 41 percent of children with family incomes between 100 and 199 percent of poverty and 34 percent of children with family incomes of less than 100 percent of poverty.
Vivian Gabor:
How are the families and the parents faring with regard to meeting their children’s health care needs?
Michael Kogan:
That’s a good question, Vivian. Now, another importance that of indicators included in the survey reflect the impact of a child condition on the family’s time, finances, and employment status. The financial impact of the care of the children with health care needs can be substantial. Families of over half of this group reported spending $250 or more on health care in the previous year for the care of their child, and the families of 13 percent of children with special health care needs spent between $500 and $1,000, and the families of 20 percent of children spent more than $1,000. In addition, nearly 24 percent of families report that at least one parent had to stop working or cut back on work to take care of their child. Now, as you can see on the graph, the impact of the parents employment varied with the impact of the child’s condition on their functional ability. Nearly half of children whose daily activities were affected usually, often, or a great deal had a parent who cut back on work or stopped work to the care for the child, compared to almost 24 percent of children whose daily activities were moderately affected some of the time and 9.1 percent of children whose daily activities were never affected.
Vivian Gabor:
Michael, this is very interesting information, and I know we’ve only had a glimpse of the findings today. I understand that a chartbook will be available from the Bureau soon providing more data from the survey. What can you tell us about this chartbook?
Michael Kogan:
Well, that’s right, Vivian. In some ways, this presentation just barely scratches the surface of the available data. We have a chartbook in progress, and while we don’t have an exact publication date, it should be available very soon. Information will be posted on various listservs when it becomes available, and listeners on this program are welcome to check either the MCH IRC Web site or the Data Resource Center Web site for updates.
Vivian Gabor:
Thank you, Michael, for this hot-off-the-press new information about children with special health care needs and their families. It was very enlightening. I want to turn now to our final speaker, Dr. Christina Bethell. She is the Director of the Child and Adolescent Health Measurement Initiative, housed at the Oregon Health and Science University. Nice to have you here, Christina, and thank you very much for joining us.
Christina Bethell:
Thank you. It’s great to be here.
Vivian Gabor:
Well, I understand that the Maternal and Child Health Bureau has supported you and your colleagues at the University in developing an online Data Resource Center that Michael mentioned. I understand it’s for accessing and analyzing data from the National Survey of Children with Special Health Care Needs and also from other relevant datasets. Before we talk about the Data Resource Center and how people can use the online tool, can you give us some background on the Data Resource Center and its goals?
Christina Bethell:
Definitely. The Data Resource Center came about starting in about 2002/2003 in response to the need to expand and expedite and simplify access to the findings from the first National Survey of Children with Special Health Care Needs, which took place in 2001. The current slide should show you of the picture of the homepage for the Date Resource Center. The URL’s childhealthdata.org, which we hope is intuitive and easy for people to remember, and the primary goal of the Data Resource Center is to provide a centralized resource for accessing data online from the landmark national surveys that MCHB has led and supported, both the National Survey of Children with Special Health Care Needs and the National Survey of Children’s Health. And the hope is that by providing a user-friendly and interactive resource to standardized indicators from these datasets, we can build common knowledge and capacity for using data to advance evidence-based program evaluation, needs assessment, policymaking, and advocacy.
And as illustrated on the next slide, the DRC includes two portals. One is a portal directly for the National Survey of Children with Special Health Care Need, which we’re discussing today both the 2001 and the 2005/2006 data is available there and then another one for the National Survey of Children’s Health.
Vivian Gabor:
Let’s talk about the Web site itself. What are some of its features, and what data can be obtained there?
Christina Bethell:
Great. Well, there’s four primary features to the Data Resource Center. The first is the feature that provides as simple simplified information as we can about the surveys themselves, and Stephen mentioned the information on the SLAITS Web site, which is really critical. And then we provide links to that as well as translate those infor pieces of information into one-page overviews of the sampling and the fast facts about the surveys themselves, as well as guides to the topic and questions asked that are simple for people to search. And the second feature is a highlight of Data Resource Center, which is a feature to allow users to search interactively search and compare national, state, and regional survey results for their state and across subgroups of children within and across states and nationally. The next feature is a series of resources and ideas on how to report findings in a valid and effective manner. And then finally is our technical assistant feature, which has been email- and telephone-based opportunity for people to check their findings, get specific help, and some additional data runs if what they’re finding is not available on the Data Resource Center.
In addition to these four primary features, users can also order and download datasets in SAS or SPSS for their state. And they’re cleaned and labeled and so on and so forth and come with codebooks as well. And then finally, signing up for e-updates or e-facts and finding out about the latest publications with your best attract publications and reports using this data on the Web site.
And then turning to the next slide and your question on what data is possible to obtain from the Data Resource Center, there are really the best way to think about this is, there are three primary types of user-generated output that are available. The first are state profile tables. These are one-page tables that display a number of indicators for a single state and comparing to another state. There’s interactive secondly, there’s interactive all-state ranking tables, which I’ll explain more in a minute, where users can compare all states on a single indicator. And then finally are interactive graphs and tables for every indicator, so we’ll talk more about those in the next few minutes.
Vivian Gabor:
Well, you have whetted my appetite. Can you give us a quick walkthrough on the state profile table, for example how to create a state profile table?
Christina Bethell:
Sure. There are two basic steps to get a state profile. As seen on the next screenshot, first you click on the map of the U.S. on the state survey-specific homepage. Then, as shown on the next screenshot, you select your state. Here we select California as an illustration.
And then the next slide shows the state profile that you would get, showing state-specific results on the MCHB core outcomes and other key indicators from the National Survey of Children with Special Health Care Needs. This feature also allows users to select the area they want to compare their state to. This could be the nation, a region, or another state. And in addition to this kind of state profile, we’ll have several different versions, and one will allow users to look at findings, comparing their state for 2001 versus the new version of the survey, 2005/06. And finally, in the area state profiles, there is a feature where users can pick the indicators that they want to show up on the one-page state profile. They can select them, and then those will be displayed.
Vivian Gabor:
Wow. Now, let’s say I want to know thank you for a lot of information about the state. Let’s say I want to know the percentage of children receiving care in the medical home or another indicator for each state. You mentioned that the tool can be used to rank the states on a particular indicator. Can you show us how that would be done?
Christina Bethell:
Yes. As shown on the next screen shot, you begin by selecting the search of the data feature on the survey-specific homepage. Then you select them on the broad topical search areas that are available to you. In this case, on the next slide, you’ll see we select the national indicators and outcomes. And because, in this case, you’re interested in comparing all states, as shown on the screenshot, you’ll select all states as the geographic area of interest. Then select the topic of interest, medical home, which is Outcome #2.
The next slide illustrates the data output you receive by doing this. Here we see states ranked according to the proportion of children and youth meeting criteria for having a medical home. And we stat-stratified it by the age of the child. Circled in red are findings ranked by age 1217, and you can quickly see that that ranges from 34.9 percent of youth age 1217 needing medical home criteria all the way to 59.4 percent of youth across states meeting those criteria.
Vivian Gabor:
I was also very interested to learn that an individual using the tool can develop tables and graphs based on their own questions or data needs.
Christina Bethell:
Mm-hmm. Yeah.
Vivian Gabor:
Do you mind walking us through that process?
Christina Bethell:
Absolutely. Well, the DRC allows users to interactively search and obtain tables and graphs that can be easily downloaded on any survey item or constructed indicator or outcome. And to do this, just as in accessing the all-state ranking table that we just walked through, you begin by selecting the search of the data feature on the survey-specific homepage and then, as shown earlier, also the broad topic area of interest. In this case, we’re going to pick prevalence and demographics. From here, as shown on the next screenshot, instead of selecting all states, you select geographic area of interest. And here we’ve got Colorado as an example. And the specific topic we’re selecting is household-level demographics.
So the next two slides show the types of tables and graphs you receive from this type of a search. And you’ll see you get findings including confidence intervals and the weighted and unweighted population of children that are represented by those findings. From here, users can and you’ll see this when you’re on the Web site can interactively explore and compare to any other state or by population subgroup, such as age, race, ethnicity, income, insurance type, and so on. And then, by just right-clicking and copying and pasting, these or any other data output can be downloaded and put into a Word, PowerPoint document, and so on.
Vivian Gabor:
Thank you very much, Christina. In addition to the ideas shared by Michael and Stephen about the uses of the data, what ways would you say the state-level data can be used and the types of findings can be used that you encourage people to look for? How could they be used in maternal and child health policy and planning?
Christina Bethell:
Great. Well, as we all know, variation is information. So the first thing people should look for is variation by state, across state, across region, between their state and nation, and then of course by population subgroups within state or across states as well as, in this case because we’re lucky enough to have 2 years now of this data or two different sets of this data across years.
And the next slide provides an illustration using Outcome #1: Families partner in decisionmaking and are satisfied with services received. So here we see that in terms of variations across states, we have a variation of 46.6 percent meeting this criteria to 65.7 percent, so it’s about a 20 percentage point range across states. In terms of variations across population subgroups, interestingly enough, in the highest-ranking state for this outcome, children below 100 percent of the federal poverty level actually meet this criteria only 46.2 percent of the time, which is actually lower than the lowest-ranked state. That wouldn’t be obvious by just looking at the state level. By stratifying by income, we can see that there’s almost a 30-point range within the state according to income of children.
And then in terms of variation across years, at the state level, we do see changes. For example, Mississippi ranked last in Outcome #1 in 2001 but has ranked 26th, which is a pretty big jump, in 2005/06. Also, taking again the example of the highest-ranked state, the disparity change between years changed by about 6 points, so in income groups. So, there’s a lot of different things to look for in terms of variation.
And then, of course, we see lots of examples of people using the data to off-course conduct their needs assessment and performance assessment, building partnerships, bringing data to the table, encouraging partner to go the DRC, see what they think is interesting and important to look at, and obviously educating policymakers and advocacy and then grant writing, because this can provide a lot of the feed data that may be needed to write a grant that can then get the raw data and go through more extensive analyses.
Vivian Gabor:
Thank you, Christie. You provided us with a wealth of useful information, so our audience can go to the Data Resource Center Web site and get the information they need in a usable format and think about how they can use it. How can the audience find out more about the Data Resource Center and its products?
Christina Bethell:
Well, the first thing I wanted to say before I we put up this slide that shows the URLs, which is obviously where you go to find more, is our “Ask Us a Question” feature. Definitely use the feature. This is a partnership. We see this as a partnership with states and families and others who really are in a great position to make good use of this data. So by asking a question, we can help you directly with the data or get ideas from you on how to improve the site. We can learn this. Our subtitle is “Your Data, Your Story,” and that’s how we view this. But definitely, “Ask a Question” is one way to find out more if you if there’s something that’s not intuitive for you. We get back to people usually within hours or minutes and no more than a day, unless there’s a holiday. And then, so, you know, just visit the Data Resource Center. Visit soon, and visit often, as we can continuously update data and the features. So once you go there, if you don’t see what you want, ask a question. We’ll help you out. And always come back, because new things are on there all the time. And the last screenshot shows the URL to the umbrella site, childhealthdata.org, and the survey-specific portal.
Vivian Gabor:
Thank you very much, Christie. Thanks again to Michael and Stephen for all the valuable information that you provided for us today. I want to take a moment and apologize for our listeners for the technical problems they experienced today during the Webcast. Know that the complete archive is going to be available at the DataSpeak Web site in the next couple of weeks, and we’ll let you know as soon as it’s available. I also want to remind you that there are a variety of resources on that Web site that our presenters have compiled for you related to the National Survey of Children with Special Health Care Needs. They’re available on the resource page of the DataSpeak Web site. There’s a link to that page in the bottom left-hand corner of your screen. We will be posting a few more new resources to this page later on today.
Well, we are now in the question-and-answer interactive portion of our program, and we are fortunate to have all of our presenters with us to answer your questions. As I mentioned at the beginning, we’ll be taking questions both online and on the telephone. If you want to post the question online, click the button that says “In Writing” at the bottom of your screen under the heading that says “Communication with Presenter.” Type your message and click “Send.”
Before we do that, I’ve gotten a few questions online I wanted to pass on. We have a message from Dr. Jose Colon. He wants to know if the data is available as the county level. Stephen, I wonder if you could answer that.
Stephen Blumberg:
Sure, I’d be happy to. On the Data Resource Center and through the data files that we produce, we do not indicate the county of residence of the children, so technically, no. On the other hand, we do collect the codes, and for those people who may be interested in doing final levels of analysis, they can contact us here at the National Center for Health Statistics, and we can give them instructions on how to use the NCHS Research Data Center to be able to access those data that have been suppressed for confidentiality.
Vivian Gabor:
Another question about the available data, I guess, in a way, is, Terry Bricker asks, “Can prevalence rates by state be broken down specifically into disease or condition group surveys? Because it would be helpful for those of us that are looking for data to support disease-specific information for needs assessment, etc.”
Stephen Blumberg:
Correct. I understand the question. The survey in 2005/2006 includes several questions about common chronic conditions of childhood as well as a number of detailed questions about specific functional limitations of children. To the extent that you can use those questions to categorize disease groupings for children, yes. That determine from that what percentage of the overall children with special health care needs population they make up.
Vivian Gabor:
Okay, another question about talking about the data collection itself: Sally Wood asks, “Do you also, in addition to using telephone, use cell phone numbers to reach some families?”
Stephen Blumberg:
That’s a good question. No, we don’t. There is an increasing prevalence of people who use only cell phones, and this does have some impact on the estimate. However, we’ve been doing a lot of research here at National Center for Health Statistics on cell phone-only households and have found that, well, with the exception of some health topics, such as risk behaviors, we don’t generally see much bias yet in telephone surveys that exclude cell phones.
Vivian Gabor:
Thank you, Stephen. About the DRC: Beverly Sage McCarthy asks if the 2005/2006 data are already loaded for searching at the DRC Web site and, if not, when they will be loaded. 
Christina Bethell:
The data are loaded this is Christie and there’s a few things that aren’t completely there yet, because we were there was some takes a lot to get it all up there, but most of the data is on the DRC now for searching. And you can go there today and search to your heart content and let us know if there’s something you don’t see that you want to make sure is there.
Vivian Gabor:
I have another question that just came in from Ashley Marx about the data collection telephone survey methodology: “When you call households and ask them to sign for only one child in the household, how do you have them choose which child with special needs, and how do you ensure that they answer for only that child and not about their experiences more generally?”
Stephen Blumberg:
Good question. We don’t ask parents to be the one who selects the child. Rather, we screen all of the children in the household for special health care needs, and if there are multiple children with special health care needs in the household, the interviewer, using randomization software in the computer, randomly selects one of those children to be the target of the interview. The parent is told this, and the questions are asked about that particular child. We certainly hope that parents are then answering questions specifically for that child and not thinking about another child for their answer.
Vivian Gabor:
Thank you, Stephen. Operator, are there any questions that have come in over the phone? Any people queued up to ask questions over the phone?
Operator:
Yes. We’ll have a question from Teresa Slider.
Teresa Slider:
Yes, my question was already answered, but I can delete it. My question was in regards to getting the data on a county level. We do are responsible for doing county health assessments locally, and I wanted to compare my county so that we can prioritize services so we pay attention to each county, so that would be very helpful for us.
Vivian Gabor:
Do we have another operator, is there somebody else online?
Operator:
I’ll take our next question from (inaudible) Molly Martin.
Molly Martin:
Hello. Hello? 
Vivian Gabor:
Yes?
Molly Martin:
Yes, good afternoon. This is Molly Martin from Puerto Rico.
Vivian Gabor:
Hello.
Molly Martin:
Hello. And I have actually two questions. One is, what are the age covered by the survey? Because it’s sometimes mentioned that it’s para children with before less than 18 years old, and then the performance measure treats, like, the number of children aged 018. So I just want to clarify that question.
Stephen Blumberg:
The survey includes children 017 years inclusive, so we have 17-year-olds. We do not have 18.
Molly Martin:
No 18?
Stephen Blumberg:
Correct.
Molly Martin:
And the other one is about the conference slides, because I want to check in on the Web site and see that it’s, like, the target was, what, 850? And then there’s (inaudible) actually 150. I just want to clarify that.
Stephen Blumberg:
You are correct in noting that. The original goal was 850. That goal was reduced to 750 due to some budget concerns as well as a need to pursue, in some states, additional cases in order to improve response rate.
Molly Martin:
Okay. Thank you very much.
Operator:
I think there are no further questions at this time.
Vivian Gabor:
Well, we have since got a lot of questions in online. I have one two that are close to each other from Norma and Marcy and Patricia Francioli. One is, “Is the survey that’s administered in languages other than English?”, and whether it’s available in other languages, particularly Spanish version, online and where to access that.
Stephen Blumberg:
As I indicated, the survey was conducted in English, Spanish, and four Asian languages, and the translations of the survey will be available on the NCHS Web site for the survey.
Vivian Gabor:
Thank you. Question about the out-of-pocket cost: Richard Antonelli says he’s struck with a survey that presents out-of-pocket cost at a maximum of $1,000. He wants to know if there will be further data analysis allowing assessments to cross or go beyond $1,000 or, for example, out-of-pocket cost as a percentage of income. I think hello?
Stephen Blumberg:
Yeah. Would you like me to answer that?
Vivian Gabor:
Sure. Tell me.
Stephen Blumberg:
I would be happy too. In fact, the questions on the survey break out-of-pocket cost down into groupings, and the highest grouping is more than $5,000. So there is the ability to look at some children whose families have quite high cost. On the other hand, we don’t collect the amount of money as paid as a continuous variable. Therefore, it may be difficult to compare that to the reported income and get a percentage there.
Vivian Gabor:
Thank you, Stephen. I know a lot of the questions are about the methodology of further detailed analysis. There’s a question here I think this may be for Beth for Christina: “Are there plans to provide coding instructions for state users who want to analyze this at the state level?”
Christina Bethell:
Yes, there is. You can go onto the Data Resource Center and order a state-specific dataset that will have included all of the indictors and outcomes scored as well as the codebook for how those are scored. If you just want the codebook in SPSS or SAS, those are available as well. The NCHS site has the raw data files, which one can take as well and work from, and we tried to save a few steps by putting them together and (inaudible) so they’re ready to go. They’ll request a dataset when you’re online.
Vivian Gabor:
There was a question two questions that came in to see if there’s “Are there special indicators of children with special health care needs that have abuse and neglect allegations?”
Stephen Blumberg:
We do not have that data surveyed.
Christina Bethell:
I guess if you are asking the parent you are talking to the parents in the household…
Vivian Gabor:
“Is there a subsample of children in foster care?” Steven Rosenberg asks.
Stephen Blumberg:
Not specifically. We do ask some questions about family composition. There’s a possibility there that a parent will identify themselves as a foster parent, but I wouldn’t trust that the data we have, which is very limited, for foster children is indeed representative of the of children in positive care, because we know that any foster parent will not answer this survey, in part because the their states’ laws don’t permit them to give out information about foster children.
Vivian Gabor:
Thank you, Stephen. Michael, Linda Smith Dr. Linda Smith asks for clarification of how the survey defines a “medical home” or whether children were receiving care through a medical home model. I know you talked about that.
Michael Kogan:
Yes. In fact, they how we define “medical home” has changed slightly from 2001. We want to make it a little more consistent with what’s on the National Survey of Children’s Health and what would be on the next National Survey of Children’s Health. I think it’s probably a little too much detail to go into a complicated algorithm at this point, but if she wants to contact me, I’d be happy to talk to her about more (inaudible) as well.
Vivian Gabor:
Also, if you go to the Data Resource Center and go to the medical home measure, there’s a little button you can press called “Derived,” and what will pop up is a pop-up box that actually tells you how the measure was constructed. And then there’s an additional indepth detail that you can get on the Web site about the medical home measure and how it was constructed. Finally, we’ll be having a manual about how medical home is measured in international surveys coming out in the future.
Christina Bethell:
One more question came in. And Steve, from the data, Dr. Kathleen Lynch asked, related to the search question we had, “Can the data be analyzed according specifically to hearing impairment?”
Stephen Blumberg:
There are questions about hearing impairment on the survey, so provided that question about hearing aids and difficulty hearing even when using a hearing aid would be helpful for answering the question.
Vivian Gabor:
Thank you, Stephen. That is all the time we have for discussion today. Just to let listeners know, we’re going to be holding other DataSpeaks in the coming month. Our next one will be on the Geographic Information System, using GIS for maternal and child health research and planning. Again, thank you to all our presenters and to our audience for participating in today’s program and for those who emailed questions and called in. This audioconference is now officially adjourned.
