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>>Dr. Michael Kogan: Good afternoon and welcome to today’s DataSpeak Internet audio conference entitled Children with Special Healthcare Needs: New Data from the National Survey of Children with Special Healthcare Needs. My name is Dr. Michael Kogan and I am the director of the Maternal and Child Health Bureau’s Office of Data and Information Management. The DataSpeak series is sponsored through this office’s MCH Information Resource Center of which Dr. Stella Yu serves as a project officer. 
Today we are pleased to be launching the 2003 DataSpeak series. Our topic today addresses the long-standing need for reliable data on the population of children in the United States with special healthcare needs. In 2001, the Federal Government undertook a national population-based survey to collect this critical information. During today’s program we will have a unique opportunity to hear what we have learned from this survey, findings from which are only just beginning to be released. 
We are fortunate to have with us today several esteemed presenters. The Associate Administrator of the Maternal and Child Health Bureau, Dr. Peter Van Dyck, will begin our program by presenting an overview of findings from the National Survey on Children with Special Healthcare Needs. He will be followed by Dr. Bonnie Strickland who is standing in for Dr. Merle McPherson, the director of MCHB’s Division of Services for Children with Special Health Needs, who will discuss the survey findings in the context of the National Agenda for Children with Special Healthcare Needs. Dr. Paul Newacheck of the Maternal and Child Health Policy Research Center at the University of California at San Francisco will then present data from the National Survey on the MCHB Six Core Outcomes for Children with Special Healthcare Needs. 
We hope you will also join us for the other DataSpeak programs in this series. The second DataSpeak will be held on June 18th and will discuss the latest Federal data on women’s health and also present recent national-level activities to enhance the health of all women in the United States. In our September program, we will discuss findings from the MCHB’s analysis of the International Health Behavior in School Children Survey. Specifically, we will hear about how health behaviors of adolescents in the United States compare to that of students in other developed nations. We will inform you by email when the exact date has been chosen for that program. 
It is now my pleasure to introduce Beth Zimmerman, the coordinator of DataSpeak and the moderator for today’s program. Beth, I will now turn the floor over to you.
>>Beth Zimmerman: Thank you Dr. Kogan and welcome to all of our participants. We had over 450 people register for today’s program and we are really delighted to have you all with us. Before we begin our presentations I have just a few housekeeping items to take care of. For those of you who are logged into our Internet broadcast, you will be seeing an ongoing slide show throughout the next hour. At the end of the program, you will also see a short evaluation form appear on your screen and we would greatly appreciate your taking a moment to respond online. If you are on the phone and wish to see the slides as they are broadcast over the Internet, go to www.eventcenterlive.com. Again, www.eventcenterlive.com and enter the information requested as well as the room number, 114748, again 114748. Although we certainly don’t anticipate that you will experience any technical problems, I would like to give you a few tips for dealing with them just in case they come up. If you are on the web and experience any problems viewing your slides, click the "help" button in the bottom right corner of your screen to troubleshoot your web connection. If it appears that the slides are not advancing, you may need to start your browser again and log on again. If you experience any difficulty with the audio stream, you may access the audio by phone. The number for doing that is 1-888-840-0794, again 1-888-840-0794 and use the password "cshcn". These dial-in instructions are also posted on the right hand side of your screen in the small black box. If you are on the phone and you need any technical assistance, just dial "*0". If you miss any of the slides during the broadcast or if you would just like to see them again later, you can download the presenters’ PowerPoint slides and you can also obtain additional information on our presenters on the DataSpeak website. The address for this site is www.mchirc.net/dataspeak. On the site you will also find information about the upcoming programs that Dr. Kogan mentioned as well as the archives of several recent programs. 
After we hear the presentations, we will have a question and answer session. Those of you on the phone will have an opportunity to ask questions through our operator, who will come on at that time to provide instructions as to how to do so. Questions also can be posted online at any time during the program. If you are logged in through the Internet, just click on the yellow "Q&A" button at the bottom of your screen, click on "New" and simply type your message and click the "Send" button at the bottom of the screen. If you have any technical questions, you can also send them in this way and our technical staff will respond to you. 
Now it is my pleasure to introduce our first presenter, Dr. Peter Van Dyck, the Associate Administrator of the Maternal and Child Health Bureau. He will be presenting an overview of findings from the National Survey of Children with Special Healthcare Needs. Thank you so much for being here, Dr. Van Dyck. I will now turn the floor over to you. 
>>Dr. Peter Van Dyck: Thank you, Beth. It is really wonderful for me to be able to present some of the findings from this survey. A lot of people worked on this, including many of you I am sure who are listening in today. I am going to go fairly quickly. This is an overview and I do want to give you a feeling for the breadth and depth of the data that we have so I am going to go fairly quickly. There are slides on the web that you can look up, but you certainly probably are not going to be able to write down everything from the slides as they are presented. 
This survey was a partnership between HRSA’s Maternal and Child Health Bureau and the National Center for Health Statistics. Using the SLAITS mechanism, which is how the National Immunization Survey is done, we tried to complete 750 interviews with children with special healthcare needs in each state. The data has just become available this last winter. 
Now on the next slide you can see that the purpose was to establish uniform state, regional and national prevalence estimates for children with special healthcare needs under 18 with existing special healthcare needs using the MCHB definition. Also to provide state, regional and national data for children with special healthcare needs characteristics and systems impact, as baseline estimates for Federal and state performance measures, Title V needs assessment activities in Healthy People 2010. In this call you will hear a little later about these performance measures. We screened 196,000 households with children. We screened 373,000 children for special healthcare needs and there were nearly 40,000 interviews completed with children with special healthcare needs. This is one of the largest surveys, national surveys for children. 
Now the definition, on the next slide, of children with special healthcare needs has been defined as those who have or are at increased risk for chronic physical, developmental, behavioral or emotional conditions and who also require health and related services. That is of a type or amount beyond that required by children generally. This survey found those who were, who have a condition. It did not find those who are at increased risk. So this survey includes all of the definition except those who may be at increased risk because that is very difficult to determine on a telephone survey. 
Now I want to move on to the charts and graphs. So first I am going to talk about prevalence. Overall in the first graph you can see that 12.8% of children in this survey were identified as having a special healthcare need and about 87% were not. 
On the next slide, again we have grouped the age categories. We have data for every age by year, but this grouping I think is illustrative. Zero to five, 7.8% incidence; 6-11, 14.6% prevalence and 12-17, 15.8% prevalence. The national prevalence again was 12.8% so you can see clearly the increasing identification that occurs from the very young to middle childhood ages. 
On the next slide is a percentage or a prevalence for households that have children with special healthcare needs. Twenty percent of all households with children have a child with a special need; a number, which I think, is really significant and clearly perhaps is as impactful or more so than the prevalence of 12.8%. 
On the next slide we look at the prevalence of children with special healthcare needs by race and ethnicity. We can see that in the first column, that is non-Hispanic white children, the prevalence is 14.2%. The third column, Native American or Alaskan Native children, it is 16.8% and on the right hand side mixed race children have 15.1%. Remember the national prevalence was 12.8%. So those three categories have incidences or prevalences, I should say, above what we determined was the national prevalence. Clearly you can see the small bar of Asian children with a prevalence of 4.4%. 
On the next slide you can see as a group of children with special healthcare needs what type of need the parents thought was most prevalent among that group of children. Prescription medicines, 75%; elevated service use, additional services that were necessary, 46%; you can see how the bars fall off for emotional behavioral limitation and activities or specialized therapy. It is significant I think that almost 30% of children had an emotional or a behavioral developmental service need as well.
Now I want to move on the next several slides to impact of the child’s condition on various categories of conditions. So impact of the child’s condition on functional ability, 60%, nearly 60% had some effect on their activities or it usually or always affected their activities a great deal. That is a combination of the 37% that sometimes were affected and the 23% who usually are always affected a great deal by their condition. 
On the next slide we look at the child’s condition by income. If we look at the bottom part of those bars, follow over from below 100% of poverty on the left to over 400% of poverty on the right, you can see that it falls off fairly significantly from 37% for the poorest families to only 15% or 16% for the most well-off families of having the condition of the child affect their functional ability.
On the next slide or several slides I want to talk about inadequate insurance. Thirty-three percent or a third of all children in the survey usually did not have their needs met. On the next slide we can look at the inadequate insurance by income level. Again, we see this progression from below 100% of poverty to over 400% of poverty. The poorest children clearly had the highest level of inadequate insurance. That is not surprising but the change over that period of time I think is significant again. 
If we look at the next slide, we look at the relationship between inadequate insurance, having inadequate insurance and the impact of the child’s condition on functional ability. Those children who have the highest impact of their condition, usually or always impactful a great deal, are those who have the highest percent of inadequate insurance, 43.6% compared with never affecting their ability to function at 26.4%. 
Now I want to move on to reported unmet needs. The percent of children with special healthcare needs again in this entire group who reported unmet needs by the type of those unmet needs. Dental care was the most prevalent need among this population. Mental health next and we have been talking about this dental/mental need that these children have, as in fact do all children, and it clearly shows here as the first two significant needs that parents thought their children needed. Specialist care, PT/OT, speech therapy, preventive care, eyeglasses and vision care or prescription medicines are those that turned out to be less common as reported unmet needs. Needs the parents felt were necessary to help the child, but that they were unable to get. 
On the next slide, we look at unmet needs, reported unmet service needs by income. Again, not surprisingly those children with the lowest family income had by far the greater needs and the lower half of the bar is one unmet need, the grayish portion, and the top part of the bar are those with more than one unmet need. You can see for both with one unmet need or more than one unmet need, there is a very heavy distribution of those reported unmet needs in the poorest of the population, 31% had at least one unmet need and almost 20% had more than one unmet need.
In the next slide we look at the unmet need by insurance type. Again, the lower part of the bar, parents said they had one unmet health need. The top half of the bar, the top portion of the bar, parents felt the child had more than one unmet health need. We display this by private insurance on the left, having only public insurance, a combination of private and public for those that were uninsured. We can see that those with private insurance only have the lowest rate of unmet needs. Those that are uninsured have the most and clearly public or a combination of private and public service in the middle. Again note the tremendous difference between those uninsured in their unmet needs compared to those with public insurance or private insurance. 
Continuing on in the slides and looking at financial problems. Financial problems that the families experience. Do families experience financial problems? Here is a display of that by insurance type. Again, private, public, private and public or uninsured. You can see this gradation of financial problems experienced by the family in caring for the child with special healthcare needs as related to their insurance. 
We looked further at financial problems. On the next slide we can look at functional ability of the child. The percent of children with special healthcare needs whose family experienced financial problems by the child’s functional ability. Forty percent of families experience financial problems if the child’s disability usually or always affects that child a great deal. Those that are not affected much by their condition, their families do not have anywhere near or four times less financial problems. 
Now, families spend a lot of time arranging for care for their child. This is a graph that shows those families who spent 11 or more hours per week providing, arranging or coordinating care by the impact of the child’s condition on the functional ability. Those families who most often spent 11 or more hours per week, in fact 29%, were families whose child was always, usually or always affected a great deal by his or her disability. Again, six or seven times less if their child, they spent that much less, they spent 11 or more hours per week, five or six times less often if their child was not affected significantly. 
Now the next slide, a percent of children with special healthcare needs whose families experience financial problems due to the child’s condition. Otherwise we saw some of the results of the families who had financial problems, this pie chart shows how many families experienced financial problems due to the child’s condition. Twenty-one percent said that they had significant financial problems as a result of their child’s condition. 
Again, to give you a percentage, we talked about the percent of families, the time that was spent by families providing or arranging or coordinating care. On the next pie chart you can see that a little over half of all families spent an hour or less per week, but almost 14% spent over 11 hours per week. Seven percent spent 6-10 hours and 22% spent 2-5 hours. All significant amounts of time providing or arranging or coordinating care for their families.
Does the impact of the child’s condition affect the parent’s employment? These are, I have got two slides I am going to show because of the crunch of time, but this is a very interesting area for me. It is becoming clear through this survey that the child’s condition clearly impacts the family significantly. Here on the bottom parts of these bars are the percent of parents who needed to stop working related to the poverty level. On the top part of those bars, families who had to cut back on work. If we look at the left hand bar, which is families who earn less than 100% of poverty, clearly 43% of those families with a child with special healthcare needs either cut back on work to care for their child or had to stop working. In fact, 26% had to stop working. You can see a progressively less effect as families become more well off, but significantly even families above 400% of the poverty level, 22% of those families either had to either cut back on work or stop working as a result of having this child with special healthcare needs. These really are significant impacts on the family. 
The last slide, the impact of the child’s condition on parent’s employment related to their functional ability. In other words, does the degree to which the child’s function is significantly affected affect whether the parents have to cut back or stop working. Clearly as the child’s functional ability decreases, significantly more parents must cut back on work or have to stop working. So for those children on the right hand bar whose activities are usually or always affected a great deal, nearly 54% of those families had to cut back on work or stop working, whereas about 15% or a little less than 15% of those children who did not have significant functional impairment, only 15% of those families needed to cut back on work or stop working.
So this has been a rather rapid, I recognize, overview. These are only small pieces of the data. They are only at the first level of analysis. But I think they give you some feeling for the depth of the data that is available in this data set and most of these data are available at the state level as well and so you can compare national with state or state with other sister states. So I think I will end there. I will be happy to answer questions at the end of the session. Beth?
>>Beth Zimmerman: Yes, thank you so much. It was a really interesting overview. To follow up on your presentation of the survey findings, we now have the opportunity to hear from Dr. Bonnie Strickland who is the chief of the Integrated Services Branch of the MCHB’s Division of Services for Children with Special Health Needs. She is standing in for Dr. Merle McPherson, who is the director of the division and who could not be with us today. So thank you, Dr. Strickland, for coming and presenting today and discussing the survey findings in the context of the MCHB’s National Agenda for Children with Special Healthcare Needs. Again, thank you for being here. I will now turn the floor over to you.
>>Dr. Bonnie Strickland: Thank you, Beth. Good afternoon to everyone. I am going to give you just a brief overview of our approach to monitoring the Agenda for Children with Special Healthcare Needs in just a little forward to Dr. Newacheck’s presentation on the actual data. As most of you may know, Title V has a legislative authority to facilitate the development of coordinated, comprehensive systems of care for children with special healthcare needs. We have a Healthy People 2010 objective, which holds us accountable for reporting on progress and as part of the President’s New Freedom Initiative, we are charged with developing and implementing a plan to assure that individuals with disabilities participate fully in their communities. That plan has six core components and I am going to talk about each of them very briefly. 
To monitor our progress toward these goals, we are going to utilize data from the National Survey of Children with Special Healthcare Needs. We are very excited about this survey. It is the first data ever specific to this population using a common measurement tool. It provides the information that we need in order to act. 
The current survey will provide baseline data on five of six core measures that we have identified as indicators for systems of care for children with special healthcare needs. Those indicators include family, partnerships and satisfaction; access to a medical home; adequate health insurance; easy to use community systems; transition to adult healthcare, work and independence; and there is a sixth, screening, early and continuous screening. The survey measures only five of those measures. The survey at this point in time cannot provide us data on early and continuous screening because that is more of a population-based measure. However, the National Health Interview Survey will for the time being, provide limited data on early and continuous screening. As Dr. Van Dyck mentioned, we expect the survey to be repeated. This will be able to report both mid-term and final data by which to measure our progress toward our 2010 goals. I guess we only have a few years left to do that. 
We also plan to make use of other existing data sources to enhance our reporting capacity on these six outcomes. For example, we hope to use the Medical Expenditure Panel Survey and we hope to be able to use some of the data from the Consumer Assessment of Health Plans Survey. 
In terms of progress to date, we have accomplished a number of activities focused primarily on dissemination of information. There is a Chart Book that is near completion and includes both national and state data on major findings of the survey. We have developed papers and submitted them for publication on key survey findings, the monitoring strategy for the 2010 goals and on medical home. Data on five of the six performance measures have already been disseminated to state Title V and Children with Special Healthcare Needs Programs. 
In addition, a pilot has been completed on an interactive data resource center that will assist state programs and families to understand and use data from the National Survey. We are very, very hopeful to get that implemented very soon. 
But as with any new effort, there are gaps remaining. As mentioned earlier, the National Survey of Children with Special Healthcare Needs does not provide data on early and continuous screening and other existing and developing surveys such as those for metabolic screening and newborn hearing screening, do not provide a comprehensive picture for this component so we have some work to do in this area. 
A second gap is on adolescent transition. While the National Survey provides some information on adolescent transition, it does not include information on youth beyond 17 years of age and it does not provide a mechanism for interviews with youth themselves. Also we added some questions on transition late in the survey so we are unable to generate valid, state-level information in any state other than Maine. 
In terms of the immediate future, we plan to develop and publish additional papers on the remaining core outcomes such as adequate insurance, integrated family, integrated community systems, adolescent transition, and family partnerships and satisfaction. 
We also are developing and disseminating report cards on the progress of our programs for each of the core outcomes. As I mentioned, we are going to implement a new cooperative agreement that will include an interactive data resource center designed specifically for easy use by families, state programs and other consumers. We want to identify and incorporate additional data sets into our monitoring strategy. 
In terms of that ongoing monitoring strategy, we have four major components. They include a focus on monitoring our progress toward achieving the six core outcomes through the work of the Title V Block Grant and their other partners. For our part we have dedicated all of our resources to each of the six outcomes and so we are very focused in terms of moving toward achievement of these outcomes. We are developing and/or gathering and synthesizing the evidence base for each of the outcomes and we are disseminating information on each of the six. 
In the future we hope to begin providing training and information for the potential users of the data to support achievement of the outcomes. Our longer-term work during the next year and beyond includes reviewing and revising where necessary, the items for the National Survey, for the next generation of the National Survey. We want to improve our efforts where possible while at the same time assuring adequate consistency for ongoing monitoring and we want to develop new sources of data where needed, such as in screening in adolescent transition. Of course, most important, we want to use these data to plan for and achieve change. With the ultimate goal of achieving the President’s New Freedom Initiative and our own legislative mandate for assuring coordinated systems of care for children with special healthcare needs and their families. 
I am going to stop there. If you have, would like additional information about the monitoring process for the Healthy People 2010 goals, you can contact Gloria Weisman. She is the deputy director of the Division of Services for Children with Special Healthcare Needs. I think the next slide will give you contact information for Gloria. 
It is now my pleasure to introduce Dr. Paul Newacheck, who has been with us since the beginning of this effort. In addition to directing our National Policy Center for Maternal and Child Health, he has worked closely with us for many years in the development of the core outcomes, in survey development and in the development of the monitoring strategy for assessing our progress toward our goals. Dr. Newacheck is professor of Health Policy at the University of California, San Francisco’s Institute for Health Policy Studies and at the University of California, Berkeley, School of Public Health where he also teaches. With an interdisciplinary background in economics, public policy and public health, Dr. Newacheck’s work is focused primarily on children with special healthcare needs. His research also addresses the relationship between race, class, health insurance and access to care. He serves as a member of several advisory committees and expert review panels including the National Committee on Vital and Health Statistics. He currently chairs the Technical Advisory Panel for the National Survey on Children with Special Healthcare Needs and the Technical Expert Panel for the New National Children’s Health Survey. He serves on the editorial boards of the Futures of Children, Health Services Research and Ambulatory Pediatrics. Dr. Newacheck received his AB in economics, a Master’s of Public Policy and Doctor of Public Health Degrees at the University of California at Berkeley. Paul, I am now going to turn the floor over to you. 
>>Dr. Paul Newacheck: Good morning to my colleagues on the West Coast and good afternoon to everyone else. I am going to be talking about the Maternal and Child Health Bureau’s strategy for monitoring its six core outcomes for children with special healthcare needs. The Bureau’s monitoring approach has four major attributes. First, it is multi-level. It includes national- and state-level measurement. Second, we envision multiple time points to measure progress. We have a baseline collected in 2001. We are planning an intermediate data collection point in 2005 and then an end point measurement in 2010. Third, it is designed to be sensitive to detecting bottlenecks. Each of the core outcomes has component parts and we can look at how well we are doing with each of the components to see where bottlenecks might exist and to plan strategies to circumvent them. Fourth, it is cost effective to implement because we are using an existing, national survey for most of the core outcomes. 
The next few slides describe the measurement approach and the methodology we developed for monitoring the core outcomes. Basically what we did for each of the core outcomes, we desegregated it into component parts and then for each component, criteria were established that could be measured using the National Survey of Children with Special Healthcare Needs or in one case, the National Health Interview Survey. 
Now successful attainment of a core outcome is based on the sample child needing all of its component parts. What we do then is we look at the survey data and some across the entire sample to produce national estimates of success. The same approach is used to produce state-level estimates for the core outcomes. So the basic approach is to assume 100% success to begin with and then to subtract children who do not meet one or more of the components. We are using the National Survey of Children with Special Healthcare Needs for five of the core outcomes. The National Health Interview Survey is being used for the core outcome on screening. That core outcome applies to all children, not just those with special healthcare needs. So we needed a survey of the general population and we chose to use the 2001 National Health Interview Survey for this purpose. 
I would like to turn now to show you how the components for each core outcome were developed and the degree to which we are successful in meeting the core outcomes at the baseline in 2001. So the first core outcome or goal is that families of children with special healthcare needs will partner in decision making and will be satisfied with the services they receive. This core outcome has two component parts. First, the child’s doctors make the family feel like a partner in the child’s care and second, that the family is very satisfied with the overall care experience. We are estimating that 57.5% of children with special healthcare needs are meeting this goal. So this is the percent of children with special healthcare needs nationally who meet both component parts. Those meeting just one of the components are not counted towards our success figure. 
The second core outcome or goal is that all children will receive coordinated, ongoing, comprehensive care within a medical home. Now this core outcome has four component parts. First, that the child has a usual source of care, and a personal doctor or nurse. That is really the foundation for a medical home. Second, that the family experiences no problems in obtaining referrals for specialists when needed. Third, that effective care coordination is available when needed. Then fourth, that the care provided is family centered. This has five subcomponent parts. Those subcomponents are that the providers spend enough time from the family’s perspective; that the providers are sensitive to the family’s culture and values; that they listen carefully to family concerns; that they provide needed information about the child’s health and healthcare; and finally that they make the family feel like a partner in the care of the child. Now we are estimating nationally that 52.6% of children with special healthcare needs are meeting this goal. That means they meet all four components including all of the subcomponents in this fourth item. 
The third core outcome or goal is that all children with special healthcare needs have adequate public and/or private health insurance to pay for the services they need. Now this goal has five component parts. First, that the child has private or public health insurance at the time of the survey; second, that the child had no gaps in coverage during the past twelve months, that is that the child had continuous coverage and we know from other studies that children who have partner coverage are more like the uninsured than they are like the fully insured. So this is an important component. Third, that the health insurance, from the family’s perspective, covers the services that meet the child’s need. Fourth, that that cost not covered by insurance, things like deductibles, co-pays, and expenditures for non-covered services, are reasonable from the family’s perspective and then fifth, that from the family’s perspective, the health insurance plan permits the child to see the providers he or she needs. We know anecdotally this is a big issue in managed care. 
So on this core outcome we are estimating that 59.6% of children with special healthcare needs nationally are meeting this goal or core outcome. That is they are meeting all five component parts. 
Goal number four is children will be screened early and continuously for special healthcare needs. This is a unique goal because it has to do with children as a whole, not just those with special healthcare needs. It has two component parts. First, that all children receive at least annual preventive medical visits, that is well-child visits or check-ups and that all children receive at least annual preventive dental visits such as dental exams and check-ups. We are estimating that the proportion of the U.S. population of children meeting this goal is 51.6%. Now again, this is the core outcome; we are using the National Health Interview Survey to provide this estimate because it applies to all children, not just those with special healthcare needs. 
Goal number five is that community-based services for children with special healthcare needs will be organized so that families can use them easily. We have just one component for this core outcome and that is that from the family’s perspective, services are usually or always organized for easy use. We are estimating that 74.3% of children with special healthcare needs meet this goal or core outcome nationally. 
The final core outcome applies to transition and we are limiting this one to children and youth who are 14, 15, 16, and 17 years old in the survey. It is stated as youth with special needs will receive the services necessary to support the transition to adulthood. There are two component parts here. First, that these teens receive guidance and support in the transition to adult healthcare and second, that these teens receive vocational career training to prepare for an adult job. Here we are estimating that only 5.8% of children with special healthcare needs are meeting this core outcome. 
So let me summarize where we stand at this point. First, we have a strong national foundation for all the goals except transition. On the transition goal we are in the single-digit range. In the other goals or core outcomes we are at least at the halfway point or beyond. 
It is also the case, and I haven’t shown you this, but that children with more significant special needs are likely to do worse on the core outcomes. Those with greater needs and higher levels of severity don’t do as well. They are more likely to test the system. They are more likely to report problems in getting the care they need so they would score less well on these core outcomes than those in comparatively better health. That may suggest a need to target resources or at least consider targeting resources as we go about developing an approach to improving success rates. 
I want to turn now to talk about the strength of the monitoring approach and the weaknesses of the monitoring approach. Let’s start with the strengths. First, this is a family-based monitoring approach. This is the first time, to our knowledge, that a consumer-based approach has been used for a national monitoring effort. We think that is really important that is where we are taking or measuring success based on what families think and report. 
Second, this is a nationally representative sample that we are using in the National Survey of Children with Special Healthcare Needs and that means we can generalize to the nation. 
Third, we do have state-level data. This is the first time we have had state-level data collected in a comparable fashion for kids with special healthcare needs. That is important for program planning and evaluation purposes at the state level as well as for performance measurement at the Federal level. 
Finally, there is a planned repetition in the survey. We had the baseline data collected in 2001. We had the planned intermediate data collection point at 2005 and then the final collection in 2010. This series of measurements will allow us to see progress, it will allow us to determine where bottlenecks may exist and ultimately to measure success in meeting the six core outcomes. 
Now I want to turn now to weaknesses. You can see in this slide if you are observant, that these are exactly the same as the previous slide on strengths. That is because the strengths and weaknesses of the approach are really two sides of the same coin. So starting with the family-based monitoring, which we think is of course an important attribute of this approach, it still may be the case that families may not always be the best reporters or the only reporters on the core outcomes. For example, if we take the medical home core outcome, it may be that we should be looking at provider’s perspective on medical homes as well as those of the families and we will do that. 
In addition, if you take for example the screening core outcome, it may be that families are not the best reporters of whether their child received newborn screening in the hospital, for example, so we may want to look at hospital data for that. So we are going to be looking more broadly at different measures of the core outcomes beyond the family perspective. 
The second point here about nationally representative, having a nationally representative sample is again important, but we are still missing some significant sub-populations of the children with special healthcare needs group. In particular, those that are in institutional settings such as homes and schools for the physically and mentally disabled are excluded, migrants, homeless persons, and other hard-to-reach populations are under counted in this survey as well. We do make some adjustments for families without telephones, but there is still a problem in terms of getting a totally representative sample. We do our best, though.
The third point is about state-level data. Again, this is a major attribute or strength but in some cases there are insufficient numbers of sample observations to produce core outcome measures at the state level. This is in part because some of the questions were added late in the survey to measure the core outcomes.
Finally, there is the attribute of planned repetition. This really is going to depend on whether MCHB has money for this survey in the budget. It is an expensive survey to do, of course. Peter Van Dyck has been terrific in making the resources available for this survey, but what their budget situation may be in 2005 and 2010 remains to be seen. 
So let me turn now to talk about some of the next steps and that will end my presentation. First, we are finalizing a paper describing the monitoring strategy and the baseline results for the core outcome and that paper is being written at the Bureau. It will appear in a supplement to the Journal of Pediatrics. There are also separate papers on each of the core outcomes that are being developed. The one on medical home has already been completed and it will also be in that pediatric supplement. Others are underway. We also will begin soon the planning process for the 2005 National Survey of Children with Special Healthcare Needs. Here we want to try to keep the questions that we are using to measure the core outcomes as similar as possible between the two surveys so that we can actually measure change but we also recognize that revisions may be needed for some of the questions and some of the measures and so we will be discussing that and analyzing that in the coming months. 
Then finally there is a need to develop an interim measurement strategy for tracking the core outcomes because even with the 2005 survey, if it happens on schedule, we won’t have data until 2006 or possibly even 2007. So we need to have interim strategies for collecting data on measurement of success and so that strategy development is underway at the Bureau as well. So that is my presentation. Thank you all.
>>Beth Zimmerman: Thank you so much, Paul. Gentry, can you please tell our telephone audience how they can ask a question if they would like?
>>Gentry: I certainly can. Ladies and gentlemen, at this time we will begin the question and answer session. If you would like to ask a question over the web, please click on the "Q&A" button and type in your question and hit the "Submit" button. For you audio participants, please press the "*" followed by the "1" on your touchtone telephone. If you would like to decline from the polling process, please press the "*" followed by the "2". You will hear a three-tone prompt acknowledging your selection and your questions will be polled in the order that they are received. As a reminder, if you are using speaker equipment, you must lift the handset before pressing the numbers. One moment please for the first audio question. 
The first question will come from the line of Amy Osmond. Please go ahead with your question, ma’am. 
>>Amy Osmond: Hi. This is Amy Osmond from the National Association of Children’s Hospitals. I am wondering through the survey are we able to tell the percentage of children with special healthcare needs that get their health insurance coverage through Medicaid?
>>Beth Zimmerman: Julian, can you answer that question? The portion of children with special healthcare needs who have Medicaid as their insurance?
>>Julian Luke: Yeah, that is a variable on the data set. You are able to tell what type of insurance, health insurance, they have. So there is a breakout for Medicaid also.
>>Amy Osmond: So that will be in the data book when it comes out in July? Is that correct?
>>Julian Luke: The Chart Book I don’t believe has breakouts for specific types of insurance, but the micro data sets themselves will have that information there. 
>>Dr. Peter Van Dyck: This is Peter. That is correct. The Chart Book will have summarized data as I showed being public insurance. But the data sets themselves do include Medicaid as well as other types of insurance as well.
>>Beth Zimmerman: Julian, could you talk about the access that everyone does have to the specific data files?
>>Julian Luke: Yeah, they are located, if you go to the NCHS website.
>>Beth Zimmerman: The link has been provided under the "Resources" section of the DataSpeak website. 
>>Julian Luke: There is a section there for "SLAITS Data". You go to that and we also have a page devoted to the children with special healthcare needs data. Out there we have three different data sets, which are compressed, so they will need to be unzipped once the users download them. We also have supporting documentation there in terms of a design and operations report which gives a background as to the methodology and how we came up with the weights and several other pieces of information. I also have, we also have listings of the various variables in the three data sets and a frequency report on the variables in the data set. Those are all available from our website. You can download those.
>>Beth Zimmerman: I also have a question from an online person in our audience about when and where can the states expect some technical assistance in developing state-specific data? Is that something for NCHS or perhaps Bonnie or Michael can respond to?
>>Julian Luke: Yeah. 
>>Male: Michael, do you want to respond?
>>Dr. Michael Kogan: I would respond in a couple of ways and people can fill in. First, as we mentioned, the Chart Book will be available in the near future. That will have state-specific data. Second, as we mentioned, the core outcomes have already been sent to the states. Third, as we talked about, there is, we are putting together a project on a resource center where states can, over the Internet, where states can query the database. Fourth, if you still have, need technical assistance, people at NCHS or people at MCHB are available to help you with that. Bonnie or Peter, would you like to add anything?
>>Dr. Bonnie Strickland: I think you covered it, Mike.
>>Beth Zimmerman: Let me ask a few questions that have come online during the course of our existing program. Bonnie, a question came in from Crystal Fox noting about your comment that block grant data had been transmitted to states but they hadn’t yet received it in Pennsylvania and they were wondering how they could get the Chart Book data.
>>Dr. Bonnie Strickland: The Chart Book itself has not been released at this point but I believe within the last week, data around the six core components have been sent out either to the, I think to the Title V, I think to the Title V and to the Children with Special Healthcare Needs director. Is Michael Kogan on the line?
>>Dr. Michael Kogan: Yes I am and everything you said, Bonnie, was correct. It was actually sent out about three weeks ago. She should check with either the director of Maternal and Child Health or the director of Children with Special Healthcare Needs. 
>>Beth Zimmerman: And as far as actually getting the Chart Book, I would like to let people know that should be available around mid-July. The way you will get that is by calling the HRSA information center. There is information about that on the resources part of the DataSpeak home page. I would like to give you that number right now of the HRSA information center. It is 1-888-ASKHRSA or 1-888-275-4772. Let me ask a question. Julian Luke, are you there from the National Center for Health Statistics?
>> Julian Luke: Yes.
>>Beth Zimmerman: There is a question that came in about what denominator was used to define "unmet need." Was it all children with special healthcare needs or children whose parent expressed a need? Can you talk about that issue?
>>Julian Luke: I believe it was all children with special healthcare needs, but I would probably be more comfortable in looking at that question and then getting back to the particular person who had the question. Is there an email address or something that I could respond to there?
>>Beth Zimmerman: Yes. We will have that information at the end.
>>Julian Luke: OK.
>>Beth Zimmerman: OK. We will get back to Julian Luke. I am sorry, to Michelle Mayer, who asked that question. Thank you for putting it in and I will connect the two of you. 
>>Dr. Van Dyck, would you be able to speak a little bit about the children with special healthcare needs of Hispanic ethnicity? We had a little bit more interest from David Shore in our audience about that.
>>Dr. Peter Van Dyck: On one of those slides, I realize they went quickly, on the slide that I showed early on so it will be on the slides that you can download, Hispanic incidence, or Hispanic prevalence was presented. Hispanic children had an 8.6% prevalence rate. So remember that the overall national rate was 12.8%, non-Hispanic whites, Native American and Alaskan Natives and mixed race children were higher than 12.8%. Hispanic children were significantly lower at 8.6%. 
>>Beth Zimmerman: Thank you. Paul, can you please talk about how childcare and out of school time fit into the core outcomes for coordinating community systems of care?
>>Dr. Paul Newacheck: Well, within the medical home core outcome there is the assumption that children will get essentially a full range of services, both within the doctor’s office or the practitioner’s office as well as outside of the medical care system including those services that are provided in education and childcare and other settings. The goal being that the medical home provider should be aware of all the other services the child is getting and as a consequence be able to coordinate those services. Is that what you are referring to?
>>Beth Zimmerman: Jackie Stock from our audience asked that question. I am sure that will respond to her needs. If she has any additional questions we can follow up with that. 
I have another question from John Ikewald. He asks, "For states to report the MCH report measures, will the components be aggregated into the measure at the national level and will states have the ability or need to do this reporting?" Perhaps that is a Peter question.
>>Dr. Peter Van Dyck: I think that is a Paul or Bonnie question.
>>Beth Zimmerman: OK.
>>Dr. Paul Newacheck: OK. Maybe I can start with that. We have produced state-level estimates for all of the core outcomes and so those are available for each state individually and then the national-level data is available as well. So it will be possible for states to compare among themselves as well as compare how they do nationally without having to do any kind of computer work or download the data because that will be provided directly.
>>Dr. Peter Van Dyck: So Paul, this is Peter; the state does not have to aggregate any data. They have had it sent to them by us and they can provide that directly then.
>>Dr. Paul Newacheck: That is correct. Although, however, if states want to use the data to form their policies and program evaluation work, they probably will still want to take their individual state-level data from the micro data that is available on the NCHS website to do further analysis of that. We will provide the program that we used to develop those estimates to the states so they can look for example if they have enough cases is the compliance rate or success rate similar for say poor kids versus non-poor kids, things like that, to do further analysis. 
>>Dr. Michael Kogan: This is Michael. If I could have one thing, when we sent the data to the states on the core outcome measures, we also included state-specific data on the sub-components of the core outcome measures. So states are not required to report on that. Just the main outcome measures but if they want to incorporate the data on subcomponents into their narrative, they can do that. 
>>Beth Zimmerman: With regard to that issue of SLAITS measurement, we have a question from Helen Duloff. She asks, "In between the years that SLAITS is being done nationally, is there an expectation that Title V programs will be collecting the same or similar data on their own program enrollees?"
>>Dr. Peter Van Dyck: Well, this is Peter. We plan on repeating the National Survey every four years. So there are only going to be every four-year data points. For states that have a capability to report on any of those items, that would be wonderful. Clearly, if states want to work on developing the capability of doing that, they can talk with our folks about doing it the same way that was done in the national survey using the same questions, etc. But we don’t have an expectation that states have a need or a requirement to report on those components on an inter-survey period of time.
>>Male: I would just add that I am aware that many of the states’ Family Voices chapters are interested in helping to provide in-between data as well. So they will be looking at some of their own members and attempting to assess how well they are doing on the core outcomes during the in-between years.
>>Dr. Bonnie Strickland: This is Bonnie. I would also like to point out that that time in between data points should be a time of action. Measuring every year perhaps doesn’t provide us with the best opportunity to root and really move change forward. I think there is enough information in the survey for each state to help interpret those national data. I think the interim years are a good time to collect other data at the state level that might help interpret those national data and to put in place a plan of action for changing the national data at the next measurement point. I think that provides us about four years in between and hopefully we will put the pieces in place that will in fact lead to improvement in the data in subsequent years. 
>>Beth Zimmerman: Are there other sources of data that states could be looking to or that on the national level you are looking to supplement the data that we get every four years?
>>Male: Maybe I can start to answer that. Bonnie mentioned in her presentation that we are going to be looking at other national surveys that we have been successful in getting the screening tool that is used to identify special healthcare needs in the National Survey into the Medical Expenditure Panel Survey, which is done by the Agency for Healthcare Research and Quality and also into the National Health Interview Survey, at least on a temporary basis. So we will have an ability to look at those two surveys nationally to assess how well we are doing, at least on different aspects of the core outcomes. Maybe not the complete core outcomes, but there are many questions related to health insurance, for example, on both of those surveys and many items related to medical home as well in terms of things like usual source of care and that. So we will be looking at those to help inform us. And as I mentioned, there is interest at the state level within the Family Voices chapters and helping out as well.
>>Dr. Bonnie Strickland: This is Bonnie. There are also a number of states that have developed state-level surveys that are built on the items from the National Survey of Children with Special Healthcare Needs. I am thinking specifically of John Ikewald in Utah and also in Iowa. In addition, we have supported over the last several years an M&M project that many of you may be familiar with, Monitoring and Measuring. That has been the work of about six states that have spent a number of years now gathering state-level data that could be used to support and interpret the findings of the National Survey.
>>Beth Zimmerman: Thank you. There was a question Paul you mentioned the medical home issue. Andy Penzina asks in his state, Iowa, the Medical Home Care Outcomes Score is greater than the lowest score on one of the subcomponents and they were wondering how that is possible if all the subcomponent conditions must be met to meet the overall outcome measure?
>>Dr Paul Newacheck: It is likely to be the case with that particular subcomponent was asked of only a small number of kids. For example, things like care coordination are only asked of a very small number of whether or not families were happy with care coordination was only asked of those who needed or used care coordination and that might have been a very small subset of the population. So it is possible that you can have a higher or lower rate within a subset of the population that wouldn’t show up in the overall estimate for their core outcomes.
>>Male: So Paul, are those averaged then, those subcomponents so clearly a higher amount on one is offset by a lower rating on another?
>>Dr. Paul Newacheck: Well, they are not averaged. A child has to meet all of the subcomponents and all the components in order to be counted. But it is possible if a component part happens rarely, it could have an estimate that is higher or lower than the overall core outcome number and it just simply doesn’t get reflected, weighted as much. 
>>Male: It is not weighted as much.
>>Dr. Paul Newacheck: Yeah, exactly. It is just a very small number of kids. That is the case in the medical home one with the care coordination question because very few families, only about 10% or so, reported a need for care coordination. 
>>Beth Zimmerman: Thank you. We have a question from Valerie Toley. She notes that in Dr. Van Dyck’s presentation there was a figure presented that 17.4% of children with special healthcare needs need specialized therapy. She is wondering if there is any information in the data regarding the number that are using and/or are dependent on technology and are there any age breakdowns related to this?
>>Dr. Peter Van Dyck: Someone can help me here but I don’t believe there is a question about the use of technologies. 
>>Male: We do have questions about services in the home setting like home nursing and specialized equipment, but there isn’t a specific set of questions that are on, that are focused on technology-dependent children per se. 
>>Beth Zimmerman: OK. Somebody has asked that we please repeat the information on how to obtain the Chart Book. Again, that should be ready in about 4-6 weeks and you can get that by calling the HRSA information center at 1-888-ASKHRSA which is 1-888-275-4772 and again, if you go to the DataSpeak website under the "Resources" section, we have posted that information. Gentry, do we have any questions from our telephone audience?
>>Gentry: No, unfortunately at this time we do not. 
>>Beth Zimmerman: Well, we have got plenty coming in online so if my presenters are still game for five more minutes, we will keep taking them and so we can answer more of the questions that folks have. Craig Schneider has asked, "If this data is used for the Title V Block Grant Performance Measures, will the data be provided to states annually for reporting for the Title V Block Grant?" Peter, is that one you can address?
>>Dr. Peter Van Dyck: Well, we talked about that briefly before. The survey is every four years so the National Survey data will only be available every four years. If states have their own data or can work on developing their own data, then there will be between year data points. We are not expecting states or requiring states to do that. As Bonnie had said before, that interim period would be a good time for states to be implementing and trying to develop policy so that at the next survey we can see improvement.
>>Beth Zimmerman: There is also a question on that line, Peter, from Beverly Hampton who is saying, "Sometimes states have data from our own programs that might differ from what the survey data is providing. How should they address that in their narrative? For example, in this case there is a strong transition program so for that state, their own data says that they are doing a lot better than the SLAITS data would say."
>>Dr. Peter Van Dyck: Well, I would highlight that in the narrative of the block grant, but I think I would probably also in the form where the performance measure is reported put a note. Put a star or whatever mechanism there is for a note and then include your own data in the note to that performance measure. That way it will be in there twice and won’t be missed because the state certainly does deserve credit for having a better program.
>>Beth Zimmerman: Great. There is a question from Sally Kirchner, and again Peter I think you are probably in the best position to answer this about the findings related to insurance coverage and specifically she is asking about the finding that if families with only private insurance have fewer unmet needs, what is this a reflection of? Do they have higher incomes so they can purchase care out of pocket if it is not getting covered through their insurance? Did their children have fewer needs or both rather than indicating that private insurance only has the best range of coverage?
>>Dr. Peter Van Dyck: Well, that is an excellent question. I don’t know the answer because we haven’t done that level of analysis yet, but it is possible to ask those questions and at least on a national level get some answers by using the full data set. All I can presume at this point is that those with private insurance have a better ability to obtain services when they require it. Now whether their children have less needs or not, we can’t tell yet, I don’t know yet. But the data should be able to provide those answers. 
>>Beth Zimmerman: OK. For our last question, thank you. Why don’t we deal with the issue of dental visits? Laura Bingle asks, "In regard to the annual preventive dental visits, when is it hoped that these will begin?" I presume she is referring to what age these will begin.
>>Dr. Peter Van Dyck: I am not quite sure what that question means. 
>>Beth Zimmerman: Laura, we can’t communicate directly, but I am interpreting it to mean at what age is it expected that children will begin annual preventive dental visits? 
>>Male: I think that is probably for the core outcome on that all children should be screened for special healthcare needs where we have these two measures that all children should have annual preventive dental care as well as annual preventive medical care visits. I believe we used two and above for that. I would have to check, but I think that is what we used.
>>Dr. Peter Van Dyck: That sounds right to me.
>>Beth Zimmerman: And because dental care was the greatest unmet need identified by children with special healthcare needs, I would like to close by asking Michael Kogan if he could please talk a little bit about some of the new data on the dental needs of children with special healthcare needs. 
>>Dr. Michael Kogan: Sure. I will speak very briefly. We examined which groups were more likely to not receive dental services when they needed them and what we found was that in this group the groups most likely not to receive it were kids who were older, 12-17, were about 40% more likely not to receive dental service. African-Americans are about 27% more likely compared to whites. The big difference as you would expect is in income levels. Kids who are at or below the poverty level are almost five times more likely not to get needed dental services compared to kids whose families were at 400%+ of poverty level. Kids without insurance were twice as likely. Interestingly enough, we would have to explore this more. Kids who were affected in their activities always or a great deal, who had greater functional limitations were also over twice as likely not to receive needed dental services. 
>>Beth Zimmerman: Interesting. I know that the dental care issue is certainly one that is not only faced by children with special healthcare needs, but by many children around our country. So it is an important issue that we all will explore more in depth and it sounds like those studies are going on over in your office.
I would like to close the discussion by thanking everyone today. You have all been just wonderful. Thank you so much to our presenters and to everyone in our audience for your enthusiastic participation and all the questions you sent in. 
If you have further questions that were not addressed, please note that on the DataSpeak website there is contact information for the presenters and I am sure they wouldn’t mind if you emailed them with any questions that you have. We hope that you will join us for our program in June on Women’s Health Data. 
Thank you again. The audio conference is now officially adjourned. 
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