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Cindy DiBiasi:
This is a series of three Web-assisted teleconferences for State and local health policymakers sponsored under the User Liaison Program under AHRQ, the Federal Agency for Healthcare Research and Quality.  My name is Cindy DiBiasi and I will be your moderator for today’s session.  

This is the third event of this User Liaison Program Web-assisted teleconference series on the “Role of Informatics in Improving Healthcare.”  The healthcare field has the potential to benefit greatly from innovative applications of informatics.  Everything from online access to health information, integrated electronic medical records, and computer-based information systems to provide practitioners with real-time assistance in their decision-making can significantly improve the quality of care and patient safety.  It is important to separate the facts from the hype and better understand how information technology can be used to improve the delivery of healthcare.  

Today’s event will address “Getting Information into the Hands of Decision- Makers: Innovative Applications and Issues.”  This Web-assisted teleconference will examine two related and innovative approaches to using informatics to make data, in this case, hospital discharge data, more readily available to policymakers and researchers.  The goal is to support insightful, rapid turnaround, comparative analysis, both within and across States.  We will also examine the results of a recent study of the accessibility and quality of health information available to consumers on the Internet and we will look at their implications for public policymakers.  

On July 25 during the first Web-assisted teleconference in this series, “The Potential Impact of Clinical Informatics on Healthcare Costs, Quality, and Safety,” we examined the potential impact of specific clinical informatics interventions on the cost, quality, and safety of healthcare services.  We also discussed the implications of developments in the areas of health informatics for State and local governments.  

On July 26, we held the second Web-assisted teleconference in this series, “Using Informatics to Improve Program Performance: Examples of Innovative State Applications.”  We looked at how information technology is being used within State-sponsored healthcare programs to improve access, enhance the quality and appropriateness, and reduce the cost of healthcare provided to program beneficiaries.  

Today we are going to take a closer look at “Getting Information Into the Hands of Decision-Makers: Innovative Applications and Issues.”  In the studio with me I have three experts who will be participating in our discussion.  

Dr. Anne Elixhauser is a Senior Research Scientist with the Agency for Healthcare Research and Quality of the U.S. Department of Health and Human Services.  Pete Bailey is Chief of Health and Demographics at the South Carolina State Budget and Control Board.  Dr. Gretchen Berland is a Robert Wood Johnson Clinical Scholar and Grant Help Associate.  Welcome everyone.

Before we begin our discussion, I do have a few housekeeping items to take care of.  If at any point during this event you have Web-related technical difficulties, please use the “Tell” function to contact Tech Support.  Also, if at any point in time you experience difficulty with the audio screen or if you experience an uncomfortable lag time between the streamed audio and slide presentation, please feel free to access the audio by your phone at 1-888-868-9080 and give the password “AHRQ Teleconference."  

Later in the call, our fine panel of experts will also be taking your questions.  There are four ways you can communicate your questions to us. If you are on the phone, please listen for my instructions later and dial “14."  You may fax us your question at (301) 594-0380.  You may E-mail us your question at ulp@ahrq.gov.   And you may also directly type your question into the messaging field and hit “enter."  If you prefer not to use your name when you communicate with us, that is fine.  We would like to know what State you are from and the name of your department or organization.  Please indicate that regardless of the way in which you transmit your question.  

We will have several audiotapes of this Web-assisted teleconference series available for purchase several weeks from now.  I will be giving you further details about this at the end of today’s show.  

Finally, an archive of this Web-assisted teleconference will be available on the AHRQ ULP Web site.  The URL is www.ahrq.gov/news/ulpix.htm.  Now I think we are ready to turn to the important matter of “Getting Information into the Hands of Decision-Makers: Innovative Applications and Issues.”  

Anne, I would like to start with you.  Let’s talk first about HCUP and HCUPnet.  First, what is HCUP?

Dr. Anne Elixhauser:
Cindy, HCUP is an acronym for the Healthcare Cost and Utilization Project.  Basically, what HCUP consists of is data, tools for research and research reports.  HCUP is a partnership between States, industry and AHRQ.  What happens is that State data organizations and hospital associations collect hospital discharge data or administrative data from all the hospitals in their State.  Currently, we have 24 States that are in the partnership and they provide their data to AHRQ.  We convert all their data into uniform format because, of course, every State has a different way of formatting their information and all their data.  Currently, we have got over 60 percent of all hospital discharge summaries.  Sixty percent of all hospital data is in HCUP.  

We then make these databases available for research purposes.   We also do analysis, we provide reports.  Previously we have only made hard copy reports available, but then we realized that we could make the information much more available through other media like the Web.  

Cindy DiBiasi:
What is AHRQ doing to use developments in informatics technology to make the information more accessible and user-friendly for both policymakers and decision-makers?

Dr. Anne Elixhauser:
As I mentioned before, what we used to do is just make published reports available based on HCUP data.  We realized a couple of years ago that we could provide a lot more information a lot more quickly through the Internet.  So we went online about two years ago with a very simple format with a single database and we called it HCUPnet.  All the changes that we have done on HCUPnet since then have been in response to user suggestions.  HCUPnet is a query system that provides detailed information on hospital statistics.  It provides that information at the national level, the regional level and for some States that have agreed to participate, at the State level as well.  It provides more information online than was ever before available.  Plus, HCUPnet is really targeted to the non-researcher because it allows access to very detailed statistics about hospital data without requiring any special experience or any training.  

Before HCUPnet, if you wanted this kind of information, you really would have to go out and buy the data.  You would have to buy statistical software to get at the data, which would cost $1,000 or more.  You would have to learn how to use the software and that is where the real expense comes in because it is fairly complicated.  Then you are still not sure that you are doing it right and getting the right numbers.  With HCUPnet, the information is right there at your fingertips.  You might call HCUPnet the great equalizer because information that formerly required a fair amount of statistical expertise is now available online to anybody who can use the Web.  

Cindy DiBiasi:
And who exactly is using HCUPnet and how are they using it?

Dr. Anne Elixhauser:
HCUPnet is actually used in a lot of different ways.  I have heard reports of, for example, a university professor who uses HCUPnet to teach his students how to think about research, how to frame research questions to get what they want out of a data set.  Recently I spoke with a woman whose child was severely brain damaged because of high levels of bilirubin after birth.  She is now spearheading a national campaign to start screening all infants routinely for bilirubin.  She called our agency and wanted to get some statistics on how many babies this might affect.  I showed her how she could get this information out of HCUPnet.  Basically, anytime that you want information on hospital stays in the U.S., it is likely that HCUPnet could help you or at least get you started. 

You could use HCUPnet to look at questions like, what are the most costly conditions that are treated in U.S. hospitals?  HCUPnet will rank-order those for you.  Let’s say that you have some information in your own State that you would like to compare to some benchmarks and HCUPnet can provide you with national or regional averages.  You can also compare your State to another State.  

As I mentioned before, HCUP is a partnership and it is completely voluntary.  Ten of the HCUP States have agreed to put their data in HCUPnet.  It is likely that you will find a State that could provide a reasonable comparison to your own.  HCUPnet basically lets you look at specific types of hospitals and specific types of patients.  

Cindy DiBiasi:
Why don’t you show us, take us through it.  It would be a better idea of how this all works.

Dr. Anne Elixhauser:
OK.  Sure.  The first screen that you would see whenever you enter HCUPnet is “Welcome to HCUPnet."  This provides you with some links to other information about HCUP, but what you would do is you would hit the little blue button that says “Start HCUPnet."  That takes you to the database selection screen.  This gives you an overview of all the databases that are available on HCUPnet.  Like I said earlier, when we first started all we had available was national statistics.  Since then we have expanded it to include a number of other databases.  You can see those right there.  

Instant Tables, for example, provides you with the kind of information that we used to provide just in hard copy publications.  The most frequently asked-for type of information.  The National Statistics allow you to get access to our Nationwide Inpatient Sample, what we call the NIS.  This is a sample of about seven million discharge records that is taken from all the HCUP States.  It is weighted to give you national estimates.  The tab that says “Hospital Stays for Children Only”, that gives you access to a very special database that we just created that looks only at children’s hospitalizations.  It is the only database of its kind.  It contains nearly two million hospital stays for children, and again, will give you national estimates.  

The “Trends” tab will give information from ’93 to ’97 from the Nationwide Inpatient Sample.  That is soon to expand to ’98 and ’99 data as well.  On the “State Statistics” tab, it gives you detailed statistics from ten States who have agreed to participate.  For States with comparable Web sites, we also have provided direct links to their Web site.  

Why don’t we go through a simple query using National Statistics?  If you would then go to “National Statistics”, the first thing that you are asked to do is to decide what kind of information you want.   Do you want information on all hospital stays or do you want information on specific diagnoses or specific procedures?  In this example, we are going to pick “Procedures."  Then you are asked if you want to rank-order those procedures or if you want to choose specific ones.  In this example, we are just going to choose a specific procedure.  You would go to the next page after pressing “Next."  Let’s say that you want information on heart valve procedures.   We choose here “Procedures on the Cardiovascular System”, and then if you click it again, you would then choose “Heart Valve Procedures."  Then you choose what kind of information you want.  Do you want length of stay?   Do you want total charges?  Do you want in-hospital deaths?  Do you want discharge data such as to another institution or home health care?  Do you want aggregate charges, which is sort of the national bill for this procedure?  Or do you just want the number of discharges?  

In this example, let’s say we are just interested in hospital deaths so we would click that one.  Then you would go to the next screen and then you have an option of looking at statistics by certain patient characteristics.  You could look at it by age group; you can look at it by sex, by primary payer including the uninsured here, and also look at it by the income.  This is income from the patient’s zip code.  Let’s say in this example that we just want to look at all patients.  We don’t click anything.  Then you are given the option of looking at specific types of hospitals.   You can look at hospitals by their ownership, by their teaching status, by whether they are located in a rural or urban area, by their bed size, either small, medium and large, or by the region of the country.  Let’s say in this example all we want to look at is just by ownership and teaching status.  So what we have done here is we are looking at in-hospital mortality for heart valve procedures by ownership and teaching status of the hospital.  Then about that quickly, you would get to the results screen.  You can see here that for for-profit hospitals who are non-teaching, they happen to have the highest death rate of about 8.7 percent compared with a little over 6 percent in not-for-profit hospitals.  These numbers are not risk-adjusted, but they do provide you with a starting point.  

Cindy DiBiasi:
We are going to come back to you because I know there are going to be a lot of questions.  I want to move now to Pete Bailey from South Carolina.  Pete, your agency, the South Carolina State Budgeting Control Board is a member of HCUP.  What benefit does your State realize from being a member of consortium?

Pete Bailey:
It really has been a very valuable membership and it has been really nice to be a part of helping to create the National Data System and also to have access to national data because you need that kind of comparison between this State and other States.  I think it is also fantastic to have access to, in my opinion, a very fantastic professional staff and our meetings with HCUP and around the staff.  I can tell you it has been exciting to me to see the team that exists there.  They really do work well together and they are excited about what they do.  Having access to that type of professional staff is really important.  At the national meetings, there is a lot of brainstorming going on so you are in an environment with other States along with HCUP staff.  A lot of research is discussed so you are on the front end of what is going on with research.  Plus you are a part of it and a lot of it can be applicable to you at your State so you can carry it back home and do it at your State level if it is not done that way.  

Then I think having HCUP gives you this national perspective to help.  Many States have problems that are similar problems and having HCUP national gives you that ability to have someone help you work on those problems.  Like for example, many States don’t have military V.A. data and at the last meeting we talked about the fact that we should do that together.  HCUP could be a lot of help.  Same way in terms of say, South Carolina loses a lot of, its residents may go to North Carolina or Georgia, we don’t know about those.  Sooner or later as we get this whole national system built, that sharing will be really important.  Of course, to overcome these types of sharing and that gives you the ability to do utilization rates so you know you have all your population.  

Cindy DiBiasi:
Specifically, how have you used HCUP data to do informed decision-making in your State?

Pete Bailey:
Well, as I mentioned earlier, of course and I won’t emphasize again, having national and State comparisons I cannot say enough about that, how important that is.  As you have seen with Anne’s presentation, now how quickly you can get that kind of information. 

One of the most unusual examples that I have thought of in terms of using HCUP data involved another State.  South Carolina several years ago, we are not a heavily managed care State, I think we have less than 20 percent of people in managed care.  At that time, the environment was we are going heavily into managed care.  So, of course the State got very, a lot of people got nervous and excited, what does it mean for us to go heavily into managed care?  At that time, our Office of Research and Statistics, we had the responsibility to do demand and supply projections for physicians.   Of course the question comes up, if we go heavily into managed care, what will it mean in terms of demand?  So, we were able to access another State’s data that was heavily into managed care, a portion of that State that was almost completely managed care.  Then a little more data than what was at HCUP because we actually got physicians’ specialties.  Then we could look under that State where there was strong managed care going on, look at their hospitalization use rate, their specialty.  Look at it by the different groupings in the hospital like OB and the different surgical groups and the patient days.  It was sort of like having a crystal ball because if you are going into managed care, you may look like them.  It is going to heavily affect your demands.  It was fantastic to be able to have another State’s data that has gone down the road that you might be going.  A similar example could be used around disparities.  Doing relative ratios, say, we are a heavily African-American and white population.  If you looked at hospitalization rates for both of those and then looked at relative ratios, you would see those problems where we have got major disparity problems.  It would be really interesting to do that in other States to see if your disparity problems are similar.  And if not, why?  

Cindy DiBiasi:
You know they say imitation is the sincerest form of flattery.  I understand that you have developed a South Carolina-specific Internet application that is somewhat similar to HCUPnet that allows individual providers to conduct customized analyses of their own hospital utilization and cost experience.  Can you tell us a little bit about that?

Pete Bailey:
We were really, really excited about this effort.  South Carolina is a little different in that we are strictly a research and statistics organization in our data.  As such, we have relationships, strong relationships with both the private and public side.  We have a fantastic relationship with the South Carolina Medical Association.  They actually gave us financial support to develop this secure Web site for physicians in South Carolina.  It is PIN number, password protected.  What we are able to do is put all of the inpatient hospital data out there so that a physician then could access his data and see how he compares with others.  It is a wonderful thing to be able to do. 

Cindy DiBiasi:
How about taking us through an example of the type of analyses that could be done?

Pete Bailey:
OK.  The first thing, of course, when he comes on to the site, he has to do his PIN number and password.  Once he gets past that, it pulls him into another screen.  Let me say immediately that the way we developed this Web site was that we made up the numbers.  The PIN numbers and passwords are made up. They are not connected to a physician in any way.  There is nothing on this Web site that is connected to a physician in any way so if someone broke in, they would be in a sea of numbers and not be able to get any information.  So, on the first screen, there are several tabs up there where they can click on those tabs and look about, find out information about the site and the source of data and data quality and medical records coding and technical notes.  The final tab which says “Your Data” is where he would click.  He has a choice to look at the latest one year or then we put three years of data out there because small numbers are an issue.  We are trying to overcome that.  

Say he clicks on the latest three years, then what happens to him next thing he sees in terms of the screen is his top ten APDRG’s for his practice.  It shows him his number of patients, your patients and the percent of his patients by severity level.  Then it shows Statewide numbers and the percent of patients by severity levels so he can immediately begin to see at the APDRG level if he is treating more severe patients than others.  

So he makes a selection of the APDRG and then he can then select or go to another screen. I should have said that on that previous screen he selected (unclear) and delivery. 

Cindy DiBiasi:
Before you move forward, why don’t you give us a little clarity on what APDRG is?

Pete Bailey:
All Persons Defined DRG’s.  It is pretty common, I think a lot of people understand that.  Once he selects on the APDRG’s, he is able to then, and you will see on the next screen the ability to select down to the ICD9 level, the International Classification of Disease.  He is able to see his comparisons there in terms of these ICD9 codes and in terms of severity and whether or not he is treating more severe patients than others.  In this particular case we selected low-cervical c-sections.  Then what pops out for him on the screen is of course, that particular ICD9 code and the severity.  So his final choice is to select what severity that he would like to look at.  I think in this particular case we checked moderate in severity.  That allows him to sort of go through and pick what is important to him in terms of what he wants to look at.  Then his choices are to be able to look at length of stay, or discharge status and post-discharge events, resource use, and complications of care.  If he clicks on “Length of Stay”, then he begins to have several choices there.  He can look at the average length of stay, he can look at length of stay (unclear), that is standard deviation, pre-surgical days, post-surgical days.  He can look at the ICU and CCU use and days and progressive care use and days.  

The other selection he can make, of course, would be the discharge status and post-discharge event comparison.  If he made that selection, his choices are discharge status, home or discharge status to home help, or transferred to acute hospital or transferred to a non-acute hospital or transferred to a nursing home, or death in the hospital.  Now, I might say there that we have the ability to link to vital records and have great relationships with the Vital Records Office.  We eventually want to have deaths like within 30 days after hospitalization.  Then he can check on re-admission as an inpatient within 30 days of discharge or visits to the ER within seven days of discharge.  Those are two really good outcomes.  

The next broad choice that I mentioned that he can do has to do with resource use.  Basically, I have listed some of the billing categories that he can select also.  He can go down and select any of those if he might want to look at comparative data.  Finally, the complication of care comparisons.  This is a great place where we have used HCUP.  Their work on quality has been just tremendously useful to us.  If we had had to do the research that they have done, it would have killed us.  We have depended heavily on the work that they have done.  You will see on this particular slide, the complications of care.   There are two pages on this.  On the second page of those complications of care, you will see the obstetric indicators.  We are really excited about this area, both from an OB and a pediatrician’s standpoint.  We think that as we link with Vital Records, we could really expand the usefulness of this kind of information.  We are working with the Department of Health and Environmental Control over a Universal Screening Form for mothers.  All of this eventually can be built in and expanded to really fantastic information.  

Finally, depending on what he selects, the next screen then shows you the output that occurs that he would see on any of those indicators that he checked.  If you take a look at this, this happens to be discharge visits to the ER within seven days of discharge.  This particular physician you see had 11 patients and it turned out to be 5.5 percent of his patients.  He can compare himself Statewide where it is 2.2 percent and see that is something that he might want to look at.  He can see how he compares with a peer group and that is a hospital peer group based on bed size and the amount of physician specialty codes.  He can compare himself with a geographical group.  Then we did comparisons of physicians that are at the 25th, 50th, and 75th percentiles.  Again, looking at the physicians at the 75th percentile, their visits to the ER within seven days is 3.6 percent so you can this guy has to look at his data.  

Cindy DiBiasi:
Obviously, you are sold on the importance of this data.  How have providers responded in your State?

Pete Bailey:
It has really been fantastic.  I think that this whole process is baby steps.  I think you make a baby step and you learn a lot and you see greater potential. The physicians I think were really excited about the fact that someone cared enough about them to put all of their hospital data out there and that for the first time they have information.  In most cases, there is not a level playing field.  Payers come after them.  They accuse them of things or they think they don’t have the information to look.   It is a fantastic thing to be able to do.  There was a lot of excitement about this.  They were really pleased that we could do this.  Immediately, the response was, “I want more!  I want my office visit data out there, I want to know how that is related to hospitalization.”  It really was exciting to hear their interest.  The other thing that we learned that for a sizeable group of physicians, this was not useful because they didn’t have that many hospitalizations.  All numbers was a big problem.  We did not even send it out to physicians unless they had ten hospitalizations.  We felt it would be frustrating to have that small number.  So we learned a lot too, that we do have to have more information out there.  

The other thing that we learned is that OK, so you looked at your data for a particular quarter and you see, OK, what do you do next?  There is no need to go back.  There is nothing of interest to you if we don’t have the ability for them to research or ask more questions.  We know that we want to do that.  We do have a public Web site that has query capability on both inpatient hospital data and emergency department data.  We would do one differently for physicians and plan to have more query capability.  

The other interesting thing is that it tied us really well to the medical schools.  They want to base their whole continuing medical education program on this system because you can see where the problems are.  It is a really great thing.  We are making progress in that arena.  We had even a lot of discussion concerning using this Web site to evaluate residency programs.  

Cindy DiBiasi:
We will be getting back to you because we have a lot of questions regarding this, but I do want to move on to Dr. Gretchen Berland.  So far in the call we have focused primarily on applications using the Internet to get information into the hands of key decision-makers and policymakers and providers.  There is another important group of decision-makers that we need to consider.  Those are consumers who are increasingly looking to the net as an important source of health-related information.  However, a recent study conducted by the Rand Corporation raises questions about the quality, accessibility and understandability of health information found on the Internet.  

Gretchen, you were the lead author on that study.  What was the impetus for the study?  

Dr. Gretchen Berland:
Well, Cindy, I think it is important to point out that the Internet is a big place.  We know that in the year 2000, it was estimated that consumers could go to an estimated 25,000 health-related Web sites and look for information about health topics of interest.  And those 25,000 Web sites offered nearly a billion pages of health information.  We know it is a really big place.  We also know that it is a busy place.  As you can see, according to Harris Interactives, in the last two years the number of individuals who have gone online to look for health information has doubled from 54 million to nearly 100 million people who report in the United States that they have gone to the Web for health information.  We know that it is a big place and it is a busy place and it has attracted a lot of attention because of this.  Many optimists write that access to health information on the Internet will really transform the doctor-patient relationship and transform healthcare.  Access to health information will motivate consumers to participate more in their care.  There are also people who are concerned about the quality of health information on the Internet and worried that the information is incomplete and inaccurate and misleading and potentially harmful.  That is sort of the size of, in terms of the vast size of the Internet, there has been a lot of concern written about the Web.  Really to date, not a lot of studies have been conducted to really quantify some of the opinions that we have seen in the literature.  Little is known about the accessibility, quality, and readability of some of the information you might find.  

Cindy DiBiasi:
Describe how you did the study.

Dr. Gretchen Berland:
OK.  In July of 2000, Rand got a grant from the California HealthCare Foundation.  What we did was really broke the study down into three parts.  The way to think about it, the first part of the study really says, ok, how easy is it for me to find health information on the Internet using search engines?  That is the first part of our study.  The second part of our study says, well, if I land on information on the Internet, you can think of the Internet as a big swimming pool.  You jump off one diving board and you land at a place.  Well, where I land, is that comprehensive information, is that accurate information?  That is related to the second part of our study.  The third part of our study really says, OK, well, if the information is there, is it going to useful for me?  Am I going to be able to read this information?  Am I going to be able to understand it?  So that relates to the last question we ask which is, “What is the level of literacy required to understand information provided by these sites?”  

Our first task really for the first part of the study was to pick, we know that there are thousands of health-related conditions.  We picked four for starters.  Breast cancer, childhood asthma, depression and obesity.  We picked those four for different reasons.  We know that cancer is one of the most common reasons people go to the Web to look for health information.  Childhood asthma because we know that unfortunately, it is increasing in prevalence.  Parents often go to the Web to look for information about their children.  Mental health is another; 20 percent of all users who go to the Web to look for health information look for information about mental health because there is often stigma associated with mental health illnesses.  You can look for health information in the privacy of your own room.  Obesity actually recently, according to (unclear) dialog, is the most popular reason people go to the Web to look for health information.  

So we picked those four conditions.  We then picked ten English language search engines and four Spanish language search engines and conducted standardized searches using simple search terms for each of those conditions and categorized the results of those searches.  

Cindy DiBiasi:
What did you find?

Dr. Gretchen Berland:
What we found, what you can see here really shows that what we spent six months doing probably are what many people spend in the first five seconds searching when you go to your search engine.  For those of you out there now, you can probably go to your search engine of interest and type in the words “breast cancer” and what we categorized over several months is really what people did in five seconds or less. If you look here, what we did was we entered the search term and we then said, “Ok, well where do you get taken?”  You either get taken to, we categorized that by counting the number of links.  Do links take you to contents or more links?  Are the links relevant?  As you can see that about a third of the time the links that people follow to look for health information are just relevant.  Then you say, “Well, does the link take me to health information?   Does it take me to textual information?”  Well, we found that overall right now, finding health information on the Internet is somewhat of an obstacle course.  Your chances of finding health information using English language search engines is about one in five.  Your chances of finding health information using a Spanish language search engine are about one in eight.  That means you are going to have to do a fair amount of sifting just to find information that is related to your topic of interest.  So, the first part of our study.  

Cindy DiBiasi:
Now let’s talk about what you did in the second part.

Dr. Gretchen Berland:
The second part of our study says, well, let’s say that you did land there.  What we did is we picked some of the more popular health-related Web sites that people go to according to a number of surveys.  These are surveys that, for instance, the Los Angeles Times tells us are the most popular visited health-related Web sites.  We said, OK, for these four conditions, how comprehensive and accurate is some of the information provided on these health Web sites?  Our approach to this part of the study was really, if you will, to design a fair test to assess places of information on these Web sites.  What we did was first for each condition, we convened panels of patient advocates and clinical experts for each of the conditions.  We said, “Your task is to come up with 5-7 sort of ‘need to know’ if you will, topics and consumer-oriented questions.”  So what we really said to them, if you were a content provider on a Web site, and you have a patient who has a question about breast cancer, what are the basic five questions that you think should be there?  Let’s say if you have a car, the engine should be there.  Then we said, for a question, we also want to know, what are answers or what are concepts that if a consumer were to go to a Web site with a question, what should be there?  Sort of, what their bar-types of information should be there.  This was part of the test.  Let me just give you an example of one of the questions that the breast cancer expert panel came up with.  The question was, “I have a lump in my breast.  What should be done to check it?”  Very basic.  The expert panel felt that these four elements below are types of information that a consumer should find on a Web site.  Breast lumps should be brought to the attention of a physician.   Mammography and ultrasound are useful in evaluating lumps.  A negative mammogram doesn’t eliminate the need for further evaluation.  A persistent, non-fluid filled breast mass felt by a physician should be biopsied.  These are the types of questions that each of the expert panels designed for each of the questions as well as sort of the basic concept that this should all be there.  

After we designed these questions for each condition, we then had two searchers go to each of the Web sites we were studying and spend 90 minutes with the questions looking to see if they could find the answers.  So if you went to a Web site and you searched for this information, the products of this research were then saved and put into a notebook.  All information identifying the site was (unclear).  We then developed a standardized rating form, a scoring system if you will, and recruited expert reviewers to evaluate the information on two domains: coverage and accuracy.  Was the information present at all and if information was present, what was the level of accuracy?  This was a test that we wanted to make it fair and objective.  Rather than just say, “Well, do you like what you find or do you don’t like what you find?”  Let me just give you an example of how we ask the physicians and reviewers to rate coverage for breast cancer screening.  The question that was saw earlier, “I have a lump in my breast.”  If a Web site didn’t mention mammography at all, it received a score of no coverage.  But if a Web site said that mammography was a way to identify early-stage breast cancers, but it didn’t tell you when the screening should start or if there was a difference in screening for high-risk populations, it got a score of minimal coverage.  But if it mentioned that women over the age of fifty should have the early mammogram and talked about some of the pros and cons of mammography screening of different populations, it got a score of more than minimal coverage.  So these are the bars that we set for the reviewers to look at the information. 

Cindy DiBiasi:
So what were the results in this part of the study?

Dr. Gretchen Berland:
OK, so what did we find?  On English language Web sites, you can see what this shows here that this is the percentage of topics that the reviewers felt were handled really well.  This meant that breast cancer did the best.  Overall, two thirds of the topics that expert panelists felt should be on a Web site were covered well.  Unfortunately, childhood asthma and obesity did not do as well at all.  Barely a third of the information was covered well and on depression about half of that information was covered well on some of the more popular Web sites.  

This looks pretty good compared to what we found on Spanish sites.  In this instance, you can see that really almost the best condition was breast cancer, which was rarely covered as well as the worst topic for English language sites.  What we don’t show here is that nearly half of the topics that the expert panel felt should be covered on a Web site about these topics weren’t covered at all.  Nearly two thirds of the elements that related to depression weren’t found.  

Cindy DiBiasi:
It is really fascinating.  This is so profound.  

Dr. Gretchen Berland:
There is not only a difference in the quality of the information, but there was a difference in the quantity of information.  For instance, if you were to go to a Web site and spend an hour and a half searching for information on breast cancer, on an English language site, on average, you will pull about 250 pages of material off that search.  If you spend an hour and a half on a Spanish language Web site, you pull about 70 pages off.  There is not only a difference in quality, but there is also a significant difference in quality in terms of, you really point out an important point, there is a huge disparity in the quality of health information.  

Cindy DiBiasi:
Let’s talk about the final part of your study.  

Dr. Gretchen Berland:
Right. This is the really important point, which is that let’s say you can find the information.  Let’s say the information is there, but the third part of our study really asks the question, "Well, is it really going to be of any use to the population?”  This is important because we know that the few Internet survey groups and the Harris Interactive Group reports that the Internet is becoming more and more representative of the U.S. population.  That more people who are high school educated are going online.  More Hispanics are going online.  What we did was we used widely accepted readability formulas which measure grade levels as a function of basically word complexity in a sample of text and applied these formulas to randomly selected passages of text in the Web sites that we studied.  This is important because most people in the United States have graduated with a high school level education, but the actual average reading level in the U.S. is about the eighth grade level.  We found that on average, health information is not necessarily going to be accessible to many people.  The average reading level on English language Web sites is the freshman level in college.  The lowest level reading level on the Web sites that we studied was grade ten, which meant that for anybody who has a high school level education, much of the information they can find may not be useful to you because you can’t read it.  Spanish language sites did a little bit better.  If you are a sophomore in high school, there were two sites that were acceptable that had a lower reading level.  

Cindy DiBiasi:
So what does this mean?  What issues does this raise for public policymakers?

Dr. Gretchen Berland:
I think this is the first study that really takes a slice of the technology that is very popular.   I think it means that the promise of the Internet, many of us talk about it as serving as sort of the leveler or the Great Digital Divide and the ultimate tool that can really improve access to care for people.  I think what we found initially is that we probably still have a little bit of ways to go.  Overall, we didn’t expect to find the huge deficiency in Spanish language material.  We didn’t realize there would be such a variation in quality.   We were surprised to find that there is such a variation by condition.  Breast cancer, the good news is that for breast cancer overall the information is pretty good.  We were a little disappointed to see that childhood asthma and obesity didn’t do quite so well.  I think also disappointing to us as well as the California HealthCare Foundation is that the reading levels on many of the health-related Web sites are probably still too high if we really talk about this tool serving as a tool that can really reach a wider, a broader public.  

Cindy DiBiasi:
It really needs to be taken down to the level of the consumer press almost, a typical newspaper reader might be 13 years old...

Dr. Gretchen Berland:
I mean, the New York Times I think is written at grade 13.  I think that the Web is such a fluid pool, that what we found is we are not developing the right content.  We are developing contents for providing health information, or providing health information that is successful to people is really hard.  But the Web is a place where you can provide information to a variety of levels, to people of different levels of education.  I also mean this is also technology where the information doesn’t necessarily have to be provided in text.  Put it in video.  You can put it in audio.  I think probably the study was conducted and we finished the study in November of last year.   Since then, I know the Web sites have modified their sites.  They have put up more videos.  What we have found is that we set a bar and it probably needs more work.  

Cindy DiBiasi:
Great.  We will be getting back to you because I know there are going to be a lot of questions on that.  In a moment, we are going to open up the discussion for your questions.  Please recall that you can communicate your questions to us in the following ways: if you are on the phone, just dial “14” and you will get right through to us.   Or you may fax your questions to 301-594-0380 or you may E-mail us your question at ulp@ahrq.gov.  You may also directly type your question in the messaging field and hit “enter."  Please also remember that if you prefer not to use your name when you communicate with us, that is fine, but we would like to know what State you are from and the name of your department or organization.  So please indicate that regardless of the way in which you transmit your question.  

Before going to questions, however, I would like to say a few words about AHRQ and the User Liaison Program.  The mission of AHRQ is to develop and disseminate research-based information that will help clinicians and other healthcare stakeholders make decisions to improve healthcare quality and promote efficiency in the way that healthcare is delivered.  The User Liaison Program serves as a bridge between researchers and State and local policymakers.  We not only take research information to policymakers so they are better informed, we take the policymakers’ questions back to researchers so they are aware of the priorities.  Hundreds of State and local officials participate in ULP workshops every year.  As a relatively new addition to the ULP portfolio of products, we hope that today’s Web-assisted teleconference and the other two events in this Web-assisted teleconference series provided a forum for discussion between our audience of policymakers and researchers like those joining me for our discussion today.  We would appreciate any feedback you have on these teleconferences.  Please E-mail your comments to the AHRQ User Liaison Program at ulp@ahrq.gov.  Now we are going to go to our questions from our participants that are coming in.  

The first one is to Pete.  Is the public able to research a specific doctor’s records through the South Carolina System?

Pete Bailey:
No.  We do not believe that the data systems are really ready for that in terms of the quality that exists there.  I don’t know when that world will be or if we ever want that world to be, but this is strictly for the provider.  I think this question will continue to (end of tape)...to make sure that we have quality providers, but I think that a good part of healthcare is making sure that we don’t destroy the bond of trust that is between patients and their doctors.  I personally do not think that the average patient, I mean, I think we just had a great discussion about the difficulty of understanding.  I do not think the average person would be able to have the statistical ability to understand a lot of the issues and to be able to (unclear) like just for AIDS.  It is just a very complicated way.  I hope that our world doesn’t go in that direction.

Cindy DiBiasi:
One of the complexities is, aren’t physicians afraid of being compared to other physicians who treat less complicated patients?

Pete Bailey:
I had heart surgery several years ago and the night before I began thinking if I had scores on my physician and this guy was a B- or a B+, what would that do to me?  I just don’t want that world.  I want us to have a world where we make sure that these physicians have the best quality information and that there are people monitoring that to make sure we have that quality.

Cindy DiBiasi:
Gretchen, the question you said you get most about your study, what are the best search engines to locate medical information?  

Dr. Gretchen Berland:
I think that there were about 12 people who participated in this study who were listed in the JAMA paper and probably every one of those twelve people has a favorite search engine and a favorite Web site.  Just to answer your question, in our study there were really only two Web sites that statistically performed better on average.  One was for breast cancer, which was Oncolink.com, which was a site that is sponsored by the University of Pennsylvania.  The other was the National Institutes of Mental Health site, NIMH.gov.   No other sites that we studied statistically performed better.  Those are sites that the reviewers felt covered; what it really meant that if you were to send 100 people to that Web site, that 95 percent of the time you would know that those topics were covered well.  

Cindy DiBiasi:
However, if you are going to NIMH.gov, you have got to be talking about mental health.  You have got to be searching for those things.

Dr. Gretchen Berland:
Those were the only two sites that we found in our study that performed better.  The rest performed average and we couldn’t statistically tell if they were any better or any worse.  

In terms of search engines, there were two search engines that statistically took you to content that seems to be more relevant and one was Google and the other was Northern Lights.  

Cindy DiBiasi:
Karen from the V.A. in Michigan has a question about the study being published.  We should have mentioned that the study has been published in the Journal of the American Medical Association.  

Dr. Gretchen Berland:
It has been published.  It has been published in JAMA in the May 23rd issue.  We have had a lot of reprint requests for it, but you can also download it if you go to the JAMA Web site, www.jama.com.  You can find the paper there as well as a number of additional tables that were posted on the Web only.

Cindy DiBiasi:
Anne, a question for you.  Is there a way to query a private/public insurance payment by diagnosis?

Dr. Anne Elixhauser:
Yes, indeed.  That is one of the most basic searches that you can do in HCUPnet.  You can look at diagnoses in a number of ways.  You can look at them by individual ICD codes, by groups of ICD codes, that you may find there is a certain series of ICD codes that describe the condition that you are looking at.  You can look at diagnoses by what we call the Clinical Classification Software, which is an aggregation of ICD codes that we developed here at AHRQ.  Also by DRG.  Then you can look at the patient’s insurance status, whether they are Medicare, Medicaid, commercial, uninsured.  It classifies patients that way.  That is indeed one of the most common searches that can be done using HCUPnet.  

Cindy DiBiasi:
Do find that there are the top three ways that HCUPnet is really being used?  Is there one thing that really stands out?  

Dr. Anne Elixhauser:
I think probably the most common use of HCUPnet is to look at a very specific condition and then to get any kind of detailed information that HCUPnet provides.  For example, you can look at a condition like depression or septicemia and you can build a fairly comprehensive profile of what is happening in hospital care for that condition.  For depression, for example, you can look at length of stay, the charges for hospital stay with depression, how many patients are hospitalized for depression.  Then you can break it down by all kinds of patient characteristics, comparing males and females, comparing different age groups.  Then you can look at it by peer as a previous question just illustrated.  You can look at it by low-income vs. not low-income patients.  You can compare types of hospitals and what they do in terms of the treatment of depression.  You can also look at trends in depression over time and you can compare national, regional and State, all those estimates, for depression on the national, regional and State level as well.   

Cindy DiBiasi:
Pete, I know you are also working on a plan to link data from a number of your State’s existing health-related databases so that this information can be better used to support policy decision-making.  Can you talk a little bit about that?

Pete Bailey:
Yes.  This is really an exciting area that we are involved with.  Our office is, as I mentioned earlier, a research and statistics agency and as a neutral agency, we have been able to pull together an enormous amount of data from different agencies.  What we have found is that, our belief in general is that a high percentage of the people with problems in society that we are attempting to try to solve with our programs have multiple problems that cut across specialty areas or lines of authority or how we can use our resources.  Those problems might be health or poverty or education or training or inabilities to get a job or alcohol and drug abuse or mental illness or family structure or child support or law enforcement.  If you look at the slide that we have up now, all of these agencies including the private sector system, which you see down at the bottom right hand corner.  We have their data in our computer down to the individual level and we have developed a unique tracking number where we can track people across these systems.  It enables us to link health and social services and poverty and a whole range of issues.  What we are doing with this, of course having this is one thing and being able to do special research studies off of it is another thing, but what we are developing is a Web-enabled data warehouse where users must have a certificate to enter the system and that certificate would control what they have access to.  What our desires would be for any of these agencies to be able to come into the system and be able to take a cohort and query and see that, be able to ask as many questions and cut across systems as possible.  

In the next slide, what we are trying to show is the way we are thinking about this, and that is, how can people access all of this data?  One of our biggest challenges has been the enormous amount of data.  How can you set up a system where people can come into it and get that kind of information?  We have set it up where they can either come in through a State agency program or service.  They can come in through special populations that we have created, like children with special healthcare needs, either through geographic profiles or they may be interested in a particular zip code or a block or block group.  We are also setting this system up so that we would be able to do analysis at the House and Senate level which will be really interesting to be able to do that.  They could come in through some demographic group like “Children under 6” or through healthcare utilization like you are interested in, only diabetes and you want to look at those patients.  It allows people to track through this kind of information, which I think has tremendous advantage.  

Cindy DiBiasi:
Gretchen, let’s just talk about some of the research steps that you are now looking at.

Dr. Gretchen Berland:
Let’s go to slide eight.  I think it is important to point out that probably many people online, I suspect that, I gave this recent talk and asked 500 people who went to the Internet to look for health information and nearly every hand came up in the room.  I think our first step really, we just classified what you might find out there in a certain place or time.  I think, as this slide will show, that we really don’t understand yet how health information influences the doctor/patient relationship.  There is a lot of anecdotal information about patients bringing in more health information in to their doctors from the Web that we haven’t really studied how it influences utilization.  Whether patients are asking for different things, if they are asking for inappropriate things or more appropriate things.  We haven’t studied that.  Probably most importantly, we haven’t studied how health information is influencing healthcare outcome.  Is it improving people’s health?  Are people taking better care of themselves?  Are the decisions that are occurring as a result of health information having a better impact on their health outcome or a worse impact?  

Cindy DiBiasi:
We certainly know anecdotally that patients are walking in with reams of printouts from those to their doctors.

Dr. Gretchen Berland:
Right.  They are.  I have a number of colleagues who are oncologists where, even when I was training in medical school, part of the standard medical history was, there is a whole kind of series of things you need to ask.  Now what a standard question is “Are you going to the Internet to look for health information?  If you are going, to what Web sites are you going?”  That’s something that you...often people will come in with chemotherapy regimens that they are asking for because they found it on the Web.  This is new.  

Cindy DiBiasi:
Do you have recommendations?  Is that part of the study or a follow-up to the study?  Recommendations on how consumers can use these Web sites more effectively?

Dr. Gretchen Berland:
That is an important question. I think it also points out one of our study limitations.  Partly in research, you would like your study to be able to answer all research questions and this was just a first step.  We hope that there are plenty more.  Our study did not use consumers.  We sort of, we basically broke it down in a very structured way.  What you might do on the Internet and we tried to mimic what consumers might do.  I think there needs to be more studies that look at how consumers use health information.  How consumers use the Internet.  I know the National Cancer Institute has a lot of usability testing studies where they, how do you place things in a way that it is easier for people to use?  That may mean maybe for the elderly or people who may potentially have limited vision.  So how consumers use health information is really some of the next steps that either we will be doing or we hope that other groups are doing.  

Cindy DiBiasi:
Wow.  Anne, a question from Jean.  She wants to know what States are participating in HCUP.

Dr. Anne Elixhauser:
I was afraid that question would come up and I of course don’t have a list.  I am sure this is like the Academy Awards and I am going to forget somebody.  Like I said before, we have got 24 participating States right now.  States from all corners of the country: Arizona, California, Colorado, Connecticut, Florida, Georgia, New Jersey, New York, South Carolina, Washington, Wisconsin, Oregon, there is probably more. 

Cindy DiBiasi:
You did them almost entirely in alphabetical order.  That’s impressive. (laughing)  

Dr. Anne Elixhauser:
At this point, we have about 90 percent of all hospital discharges from the Northeast and from the West.  We have got really good coverage there.  We have got a little less than 50 percent of discharges from the South and the Midwest.  We are trying to really build up our participation in those two areas.

Cindy DiBiasi:
What future enhancements are you planning for HCUPnet?

Dr. Anne Elixhauser:
Probably one of the biggest things that we are going to be adding in the next six months or so is quality indicators.  Pete mentioned those a little bit earlier.   A number of States have been using these.  What we did a couple of years ago is a group of us here at AHRQ, in response as a matter of fact to the HCUP partners, developed what we referred to as the HCUP Quality Indicators.  These are indicators of healthcare quality that you can look at using just hospital administrative data.  We have recently just released a study that Stanford University has completed for us where they expanded and enhanced what we referred to as the next generation of HCUP Quality Indicators.  What Stanford has done is come up with 45 measures.  Things like in-hospital mortality for specific conditions or procedures.  Volume of procedures for those conditions where there has been a demonstrated link between the number of procedures that are done in the hospital and the outcome of care, such as in-hospital mortality.  We have some measures for utilization of procedures for procedures where there is some question about the appropriateness of care, like C-sections and hysterectomies.  There is also a group of indicators looking at what are referred to as ambulatory care-sensitive conditions, which are indicators that don’t even look at what is the quality of care inside the hospital, but are using hospital data to get at potential primary care problems.  Problems in the delivery of care in the community.  For example, pediatric asthma is a great example.  Most kids should be able to be treated on an outpatient basis so that they never have to be hospitalized for their asthma.  If there is a high rate of asthma hospitalizations for children, there is something going wrong in the primary care those kids are receiving.  Other measures like that would be diabetes complications.  Again, people with diabetes should be able to be treated outpatient without getting admitted for short-term diabetes complications like coma and ketoacidosis.  Stanford is continuing development.  They are going to be releasing these later in the year, what we refer to as Patient Safety Indicators or Complications of Care that can be looked at using again hospital administrative data.  We are going to be applying these quality indicators to our HCUP data.  That will then be put on the Internet so that individual States can have national and regional comparisons.  How does my State compare on these indicators with the nation as a whole or with other States in my region?  Or individual hospitals can compare their performance with specific peer groups.  Other teaching hospitals in the Northeast, for example.  That sort of thing.

Cindy DiBiasi:
Let’s talk a little bit about the HIPAA requirements.  Pete, let’s start with you.  What are the implications of those requirements on your initiatives?

Pete Bailey:
We are certainly scared of what they might do to us and I certainly am no expert in that area.  The way we are doing our best, we have done this before with HIPAA.  We developed a unique tracking number.  We used identifying information to develop this tracking number, but when data come to us, we separate the identifying data and the statistical data.  We use the identifying data to develop the tracking number and then we link that tracking number over to the statistical data set.  If we get data on you from four or five different agencies or sources, you would have that same tracking number.  We never put any information together about you on anything that would identify you.   Not in our office, not anywhere, because I think that does break the law.  The other thing that we think we are in pretty good shape on is that the work we are doing, we have laws that require the data and that also I think (unclear).

Cindy DiBiasi:
Anne?

Dr. Anne Elixhauser:
I guess HIPAA affects us in a couple of ways.  One is the standardization of healthcare information.  That actually is going to help HCUP a lot because we spend an awful lot of resources right now just standardizing the data that we receive from the States, converting it into a uniform format so that we and other researchers can do analysis with it.  Once HIPAA standards are in place, we can basically tend to other, more interesting things.  Instead of just standardizing the data, we can do more research and spend our resources in other ways.  With respect to privacy, there are a couple of ways that HIPAA affects us and a couple of ways that we have sort of dealt with it already.  HCUPnet, for example, does not use, it is not built on the data itself.  We don’t have patient-level data that underlies HCUPnet.  HCUPnet is based on aggregate statistics.  It is based on principles of data warehousing where we have these huge data cubes that we have basically compiled all possible combinations of data and made that available through HCUPnet.  One of the reasons why HCUPnet works so quickly, if you had to actually do the principle analysis right on the data itself, it could take 45 seconds to a minute to get your results, which would be deadly on the Internet.  It just wouldn’t hold on to anybody.  Because we have these data cubes and because everything is aggregated already, whenever you do a search, most of the searches come up pretty quickly.  The main reason that we did that was because we didn’t want to have the patient-level data on the Internet so that a hacker could get in and actually get access to the discharge-level data.  The side benefit of it was the speed that it provided.  The HIPAA privacy issues are affecting us just in terms of I think we’re mostly just concerned about the extent to which data can be shared with us.  There are a number of people who are on the HCUP staff who are working very actively with a number of the States who are concerned about this, trying to understand the HIPAA regulations.  There are a couple of people on our staff who have actually helped to draft some guidances that hopefully will be released as part of explanations for the HIPAA regulations so that it explains exactly what HIPAA means in terms of sharing data with us and then us making data available to researchers.  

Cindy DiBiasi:
Gretchen, if I am a public policymaker, what are the issues that your study raises?

Dr. Gretchen Berland:
That is a good question.  I think it raises a number of issues.  But to back up, when we started this study in July 2000, the stock market was flush, there was a lot of venture capital investment in a lot of health-related Web sites.  I think as we all know, that has changed.  At the same time, if you go back and look at my second slide, consumers’ interest in health information is, at least surveys show us that it is, continuing to increase.  I know that Claire Wittenberg, who participates and is a senior contributor to the National Institutes of Mental Health Web site, said they get five million hits a month.  

I think that what you will find is that the issue is who, as a policymaker, who is going to really be the sort of source of health information.  Are we going to rely on for-profit?   Right now, for most people, the good news is that a lot of these sites, I think it is very difficult for them.  And health information right now in the United States has been for the most part, free for people.  You can either get it from television or your newspaper or your radio.  Many people, up until now, have not had to pay for it.  What business model is going to exist so that people can really set about trying to systematically provide health information to the public in a way that is successful to them.  Right now, that business model does not exist.  We haven’t, I don’t think that the discussion is that policymakers are going to have to decide whether the government, the National Library of Medicine, the NIH sites, are they going to be supported in such a way so that they can provide a variety of types of information that will reach populations that have different reading levels or different language needs.  I think that is an issue for policymakers.  

Another issue that has come up, and consumers are concerned about this, is privacy.  If I go to a Web site and I have a question about depression or bi-polar disorder or potentially some of the other conditions that have a stigma attached.  If it could be tracked to me, am I potentially, is someone going to know that about me?  Those are issues I think that policymakers are aware of and are addressing.  

Cindy DiBiasi:
Pete, a question from Neal in New York.  He says, “You gave us a picture of how the system can examine utilization across the provider sector.  I’d be interested in any work that has been done to promote integrated care where multiple care providers can access a centralized customer record and consider this broad information in diagnosis and in treatment.”  

Pete Bailey:
The only work we are doing that I am not sure it relates specific to that is that we have data like all the Medicaid data and information on the State health plan for public employees and school teachers.  We know all of the care that they receive regardless of where they receive their care.  So we have been doing work looking at office visits analysis and then being able to start with a particular problem, like say diabetes, the disease.  Look at the office visits, look at the ancillary care visits, look at co-morbidity, complications, and look at their hospitalization use and their emergency department use.  I think that that will involve other aspects of healthcare, but as far as having different providers, if I understand exactly what they are asking, we haven’t given much thought to that or how that can work.

Cindy DiBiasi:
Anne, do we know that there have been other States that have done basically done what Pete has done in South Carolina?  Trying to focus and target their database?

Dr. Anne Elixhauser:
I guess I don’t know about that.  There are a number of States that have Web sites that are similar to HCUPnet that have existed before HCUPnet existed and are similar to South Carolina, but I don’t know specifically about that aspect of it.

Pete Bailey:
Cindy, I might say that we do have plans to develop Web sites because we collect all home health data and we are wanting to do a Web site for home health agencies.  What we can do for them since we have the hospital and emergency department data is we can tell them not only by disease the number of visits that they do for clients, but what percent of their clients had a hospitalization or emergency room visit while they were under their care, which they are supposed to be preventing.  We also want to do similar analysis for the emergency room physicians and the emergency room data.  They are very interested.  They have really been pressing us to develop Web work there.  We have done a lot of work on paper for hospital comparisons and the ability to look at hospital comparisons, but also take that hospital and drill down to their individual physician comparisons.  We have strong interest on the mental health side where I think that there will be massive crossover between the private side and the public side in terms of mental illness.  

Cindy DiBiasi:
On our last call, we talked about the Western Governor’s Association’s initiative using Smart Cards.  Clearly, they are trying to integrate a lot of medical information in one place. 

Gretchen, let’s go back to you for a second.   I am just wondering what the overall response was to your study and who is most interested and why?  What was the take-away after and were you surprised by it?

Dr. Gretchen Berland:
The overall response was much larger than I ever had anticipated.  I think I told you earlier it was, I think because it was one of the first studies that really tried to describe and evaluate health information on the Internet, it got a lot of attention in the lay press.  It also got a lot of attention; I had 500 E-mails in 24 hours.  It was busy.  I think that the responses were varied.  I think that a number of people commented that they weren’t surprised at our findings, whereas a number of them were some criticisms that they felt that we should have compared the health information that is provided on the Internet to another medium.  Use it as a control group and we recognized that as a limitation, I think.  You have probably gone to a library or gone to the bookstore and pulled ten books off the shelf about breast cancer, you probably would find there is some variation.  But that doesn’t mean we shouldn’t have done the study.  I think what a lot of researchers, at least from my responses, they appreciate it because it was at least one attempt to attempt to set the bar.  We had no idea we were going to receive as many, the response that we did.  It was a little overwhelming.

Cindy DiBiasi:
Obviously tremendous interest in this area.

Dr. Gretchen Berland:
Tremendous interest.  This was published in JAMA, which has a circulation of about 70,000-100,000, and most of that readership are professionals.  The trickle-down effect, it was in most of the major newspapers, it was on a number of major radio stations.  I think the latest it is being published in Self magazine, a piece on the study.  I think the study is just representative of people’s interest in health information.  Selfishly, you could say that it was such a riveting study that people really wanted to read it.  It probably was just representative of a larger interest, this interest in really learning about health information.  People want to know, is what I am finding credible?  I think that is part of the reason that we got interested in this.  It came up in a lot of interviews.  How do I know that I can trust what I can find?  That is a really big issue.  How do I know that what I read and what I listen to is trustworthy?  For health information, I think that is in some ways, for some reason, it is more important than other types of information.

Cindy DiBiasi:
Of course.  It can be literally life or death.

Dr. Gretchen Berland:
The response was huge.

Cindy DiBiasi:
Pete, how did you get such strong support from the South Carolina Medical Association?

Pete Bailey:
I think that is a really important question.  It has been really helpful to have that kind of a relationship with the South Carolina Medical Association, as with the other groups in the private sector, like the Hospital Association.  I think that the reason that we have such good support there is that when the legislation was passed to create these data systems, they did not make these data systems equally belong to everyone on the private sector side.  For example, like the hospital data, the emergency department data.  The governor has no more access than the medical association or the health department or the mental health department.  What we have created is an atmosphere that everyone feels, and it is true, that they own the data, they have equal access to the data.  Then our office, being strictly a research and statistics agency, over the years developed a lot of trust with the private sector from doing analysis.  We have built such a trust that they are desirous to do this kind of analysis.  They know that when we develop the security of the data that they can depend on it.   I remember telling the medical association when they gave us money to develop this Web site, that their support was more important to us than their money really.  If you have got their support, that means a lot to you.  When we released this information to physicians, we had a process with them that there were no people hollering or raising hell or wondering what the government was doing to them.  They understood and they were part of the development.  

Cindy DiBiasi:
How long has this information been available?  This started when?

Pete Bailey:
I think it has been around two years or maybe a little longer.  

Cindy DiBiasi:
Anne, when did HCUPnet first become available?

Dr. Anne Elixhauser:
Also two years ago, almost to the month.  When we first put it out, we weren’t sure how interested people would be, so we developed something very, very simple.  We put minimal resources behind it just to see if there was even a little inkling of interest out there in something like this.  The immediate feedback that we got was very, very positive.  We have just tried to expand in response to user comments after that.  

Cindy DiBiasi:
Gretchen, I know you are going to love this question.  If you had a crystal ball, what would you think the Internet would look like in five years when it comes to health information?

Dr. Gretchen Berland:
Well, five years ago you probably would not have thought that we would all be sitting here today talking about some of these things so I would hope that my crystal ball looks more like a rock five years from now.  I think that the tipping point is we have probably maybe reached a point in time where technology and patients and hopefully physicians’ interest in information.  As someone said to me, it is going to be hard to put the genie back into the bottle.  Where the genie is going to take us in the next five years, I really don’t know.   Even in the last six months, we have video now online.  You would hope that the Web would be...  As a physician, I would love for the Web to be a medium that could really empower patients in a way so that they can come to the doctor/patient relationship.  I don’t think that it will ever substitute and replace the doctor/patient relationship or healthcare provider relationship.  When you talk about empowering patients you would hope that the Web would really serve as a tool that could do that. 

Cindy DiBiasi:
It’s almost a natural next step when you consider there is just so much information coming up so quickly that people really do need to target what they are interested in and find out just about that in a very quick way.  

Dr. Gretchen Berland:
Right.  I think that you raised an important point.  I mean, anecdotally I have colleagues who have said that they have found just emotionally there are a lot of chat groups.  For instance, the American Cancer Society has for individuals who have a specific diagnosis of a cancer and I think people really find that empowering to be able to go online, ask a question, and get a hundred responses from people with the same condition.  Is it going to improve their quality of care?  I don’t know, we haven’t measured that yet.  

Cindy DiBiasi:
Did you find out anything about how physicians are using the Internet?

Dr. Gretchen Berland:
Well if you look at a lot of studies, it shows that physicians tend to not lead the pack when it comes to use of information technology.  There is a study that looked at physicians’ use of doctor/patient E-mail and you may know this study better than I do, but it’s embarrassing.  Many physicians use the Web mostly to look up financial information and they don’t look up for health information.  On the other hand, the way the health care system is set up right now, you have a 15-minute visit with your doctor.  This is something in terms of a crystal ball we are going to have to figure out.  Whose job is it to serve? I think when we talk about health information now, it has to become less of a passive role.  I think we have to think about it almost as an active role.  Who is going to be an information advocate for patients so that you can navigate them to sites that they can use that will help them?

Cindy DiBiasi:
How are patients going to empower themselves?

Dr. Gretchen Berland:
That actually raises issues that Pete and Anne brought up.  What we have studied was really sort of information the people can use in terms of a learning perspective.  You may find that people can, people talk about your portable medical records.  People may be able to keep track of their health in a way that they haven’t been able to do before.  That you would hope would evolve over time.  

Cindy DiBiasi:
We have a question for Pete.  They want to know the agency that you work for and what agency houses the Provider Comparison Network?

Pete Bailey:
I work for the State Budget and Control Board and we have the network.  

Cindy DiBiasi:
Ron in Oregon wants to know if you have any recommendations for building trust between agencies?  

Pete Bailey:
Say that again.

Cindy DiBiasi:
Do you have any recommendations for building trust between agencies?  Have you been successful at that?

Pete Bailey:
Yes.  I do.  I think that the key is having a third party group like our agency in that we have no problematic services.  There is no reason for us to be competitive with an agency or with a private sector or do anything to the private sector that would upset them.  As relates to the agencies, what we are doing in this blinking and tracking clients across these agencies, we have the ability to make every agency the best in the country.  They will be empowered with fantastic information.  I think if you consider the atmosphere for agencies such that you have got that trust and you have got the desire to do everything you can for them and that you make sure that everyone is treated fair, it will move forward.  

Cindy DiBiasi:
Anne, a question from Laurie in North Carolina.  She wants to know for States that currently do not submit data, who is the person for the State to contact and is there a cost associated with submitting data?  

Dr. Anne Elixhauser:
To HCUP, no, States do not have to pay to participate in HCUP.  We pay States.  We purchase the data.  We pay whatever price the State considers to be a fair price for their data.  We encourage States to join HCUP.  I mentioned, because we have got such poor representation in the South and in the Midwest than we do in the other two regions, we are looking for Southern and Midwestern States.  This caller is from North Carolina.  As a matter of fact, we hope to make North Carolina one of our next States that we recruit for HCUP.  

Cindy DiBiasi:
How can they contact you, Anne?

Dr. Anne Elixhauser:
If you go to HCUPnet, if we can go to my last slide, there is the Web address for HCUPnet.  On each page of HCUPnet, there is an E-mail address.  It is HCUP@ahrq.gov and you can send an E-mail message there and we will be sure to address that. 

Cindy DiBiasi:
Thank you all for joining us today, it was very interesting.  Before we leave, I just want to do a quick wrap up.  We are running a little bit out of time.  Just some final thoughts on your projects, where we are.  Gretchen?

Dr. Gretchen Berland:
Well, I think that often studies get attention if they point out the deficiencies.  I think our study pointed out some of the deficiencies in the Internet.  It is not...I think at California HealthCare Foundation or at Rand Corporation, we really think that the Internet really has tremendous potential to be a very powerful tool.  It can really change healthcare in ways that I think we could probably not even remotely imagine.  We would hope that more research is conducted so we can figure out ways to figure out what information does work for consumers and how we can get that to them.

Cindy DiBiasi:
Pete?

Pete Bailey:
I just am really excited about the future.   I like that question about what is the future going to look like.  For me, I would like on the private side, I would like to have it such that providers could look at the beginning of the disease the whole treatment process to the end and know how they compare with others in terms of efficiency and effectiveness and outcomes and that would be in a secure, confidential situation.  For State agencies, the ability to have a data system that allows them to look at their clients and see how they are affected across the board from all the other service agencies.  I think we are going to get to that world and it will be a wonderful world.  

Cindy DiBiasi:
Anne?

Dr. Anne Elixhauser:
One of the things I want to emphasize about Web sites, HCUP specifically, is that it is a tremendous amount of information and it is available completely free of charge.  We basically see HCUPnet and similar Web sites as one of the best ways of providing access to healthcare data, hospital data now, and hopefully other data in the future.  We have got a number of additional enhancements in mind for HCUPnet to add ambulatory surgery data hopefully in the next year or so.  One thing that we would like to do is we would like to actively solicit feedback from users.  I mentioned we have this E-mail address that is on virtually every page within HCUPnet.  If there are any searches that you would like to do and that you can’t do with HCUPnet, please let us know.  Our purpose is basically to make information as widely available as possible in a form that is most helpful to the users.  The best way to do that is to get your feedback.

Cindy DiBiasi:
Thank you.  And thank you for joining us this afternoon.   If you have any unanswered or new questions, please E-mail ulp@ahrq.gov, and depending on the number of questions, we will try to answer you directly.  

Again, we would appreciate any feedback you might have about this AHRQ Teleconference Series by E-mailing comments to ulp@ahrq.gov.  We also encourage you to send us any researchable questions you are facing at the State or local level for AHRQ’s consideration as we plan the Agency’s research priorities.  

I mentioned at the beginning of the show that copies of audiotapes from this entire teleconference series would be available for purchase several weeks after today.  The cost for the three tapes of this teleconference series will be $10.  To order the audiotapes, call the AHRQ Publications Clearinghouse.  The number is 1-800-358-9295 and ask for AHRQ01-AV11A.  They are entitled “The Next Revolution: The Role of Informatics in Improving Healthcare.”  An archive of this Web-assisted teleconference will also be available on the AHRQ ULP Web site and that is www.ahrq.gov/news/ulpix.htm.  Those archives will be available within several weeks from now.   We look forward to having you join us again in the future.  Thank you. 

