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Questions and Answers


Q:	One of the lessons learned identified in Debbie Linzer’s presentation is that public health needs must drive technology. Is it not equally likely that advances in technology can inform public health needs far more than we can even imagine currently? 

A:	(Debbie Linzer) That's an interesting point. I still maintain, as do the people that we've been working with and speaking with, that technology is a tool. As that tool matures and becomes stronger, then it does enable programs to capitalize on those improvements. Importantly, programs need to make sure that they understand what outcomes they want and what their goals are before they consider the use of technology to help them achieve their goals. 

Advances in technology may be able to provide programs with the increased ability to answer their questions and fulfill their information needs, thereby informing health needs far more than we can imagine currently. But, that does not preclude programs from identifying what information they need to improve health outcomes. We should not be implementing a program or a protocol because someone thinks -- oh, this is neat technology – let’s figure out what we can use it for.

(Dave Ross)   I like Debbie’s answer.  While information technologies continue to open new possibilities, you – the program – must decide how the use of any technology will support your programmatic goals.  For example, we see significant promise for supporting an effective medical home through the use of electronic health records in the provider’s office and through the use of electronic personal health records that can interface with the provider’s system.   However, the program needs to drive how this happens, not wait for it to happen.  The program must be involved in understanding what the provider needs most, what the parent needs, and must orchestrate how the processes of care change as the technologies are put into play.   As more clinical data are captured electronically and in standard formats at the point of service, we should expect public health to realize new understandings of the distribution of disease and disability and better understandings about patterns of care.   However, it is imperative that public health people inject themselves into the design process as this happens to assure that the right data are captured at a level of detail that will actually inform public health decision making.

(Sherry Spence)  I like both Debbie’s and Dave’s answers.  One final issue is raised by the question:  if the technology is pervasive and invasive, must we not change our programs to account for it?  The best recent example of this is the Internet.  This is a technological advance that, like the printing press, has casued us to change the way we communicate.  Of course, we must respond to changes this great, and perhaps to smaller – but significant – ones.  However, Debbie and Dave are right:  the response is to identify how this changes the public health program, provider, or family needs and then to address those needs.

Q:	Given the increase in deficits at the state level, do you have any suggestions on how to assure maintenance of integrated systems that are now being developed?

A:	(Debbie Linzer) What we're working towards here in the MCHB in partnership with All Kids Count/Public Health Informatics Institute is the development of a business case which will describe the costs, benefits, outcomes, and measures that should support the case for ongoing funding of integrated systems by the public and/or private sectors. This has been done with immunization registries.  My understanding is that CMS provides funding for system development and support of immunization registries, which is why we are pursuing this strategy. 

Currently, many state public health departments, depending upon their leadership and investment at the executive level, have made a commitment to integrated systems because they do find that in the end, they are cost effective, efficient, and it is expected that the health outcomes for all children within their state will have improved health outcomes. For those states that can't afford to sustain that kind of effort right now, our thinking is that it's time for public health leadership in those states to convene a group to have a discussion and begin to put plans into place to create networks/collaboratives within the state health department and the community itself to foster the implementation and support of integrated child health information systems. This process takes a commitment of time. Communication is collateral in this process and can be done through the initiative of individuals within the state public health structure without the reliance on an earmark to support the effort. 

You may want to explore the work being done and lessons learned around the development of Local Health Information Infrastructures (LHII) specific to collaboration, coordination and funding. I would strongly encourage states to explore fully related efforts within your own departments as well as at the local level and in the private sector.  These partnerships may provide opportunities for funding to be leveraged. Potential resources are listed below.  I would be interested to hear if the information on LHIIs were helpful to you.

“Strategies for Creating Successful Local Health Information Infrastructure Initiatives”, December 16, 2003 (Nancy M. Lorenzi, PhD., Vanderbilt University Department of Biomedical Informatics, Nashville, Tennessee)
http://aspe.hhs.gov/sp/nhii/LHII-Lorenzi-12.16.03.pdf

Rippen, Helga E., and William A. Yasnoff. "Building the National Health Information Infrastructure." Journal of AHIMA 75, no.5 (May 2004): 20-26.
http://library.ahima.org/xpedio/groups/public/documents/ahima/pub_bok1_022849.html

(Dave Ross). I'll just add to what Debbie said. For those in the listening audience who have not looked at it, one of the references listed was the book we did in collaboration with HRSA called the SourceBook -- Integration of Newborn Screening and Genetic Service Systems with Other Maternal & Child Health Systems: A Sourcebook for Planning and Development (June 2003).  It’s available at: http://www.phii.org/.  I want to stress that you can put together a long-term strategy.  Rethinking your systems to bring about an integrated environment must be envisioned as a long-term activity. Once you put that long-term strategy together, you will be able to leverage the grant opportunities that come your way from HRSA, from CDC and other Federal agencies to maximum effectiveness. We have a case study of what Missouri did, and some of you who maybe haven't read that should read this case study.  It may give you confidence and may assist you in adopting a more strategic view.

(Sherry Spence)  This point is so important that I need to reaffirm my colleagues’ responses.  Make your plan for what you need, build your constituency, refine your plan, and then look for funding to implement that plan.  Of course, the plan and the constituency will change over time, but if the policy is set that the plan drives the search for funding, rather than the reverse, you will be able to drive the financial need curve instead of being driven by it.  For example, plan for lean times, plan to implement in stages, and set priorities for maintenance and change in an environment of political or financial reversals when you can. 

Q:	Our state has a school readiness team that is gathering aggregate data on readiness including poverty, educational achievement, class size, and others. Where might you draw the line as to what a child health measure is? And is a child health information system different than a child well-being information system? 

A:	(Sherry Spence) The line is going to be drawn by whoever is in the process, because it really can't be drawn one place or another. In Oregon, we have readiness to learn as one of the high-level outcomes from our various child health programs, because we see that connection. But we have public health program outcomes that focus on child developmental stages and processes. So we use a  logic model approach to draw the link from the program activities to the high-level outcome, including educational outcomes. That would be one approach to it: looking at child well-being and educational readiness as both a health and an education issue. Another approach would be to set the bounds at the beginning of the conversation by the values of the participants. If the participants need to focus on physical health issues to the exclusion of  external determinants of health, then their need must be met or you must convince them to broaden their view.  The weight of evidence is growing that social determinants of health are very important factors to physical health, so it would stand to reason that health and social environment are important factors in educational attainment.  To decide where the limits are at any given point in time, you need to have a process to determine your values and how you are going to define them. One of the things that you can draw on is the Title V National Performance and Outcome Measures that already exist; your state maternal and child health epidemiologist could probably help you with that; I would encourage you to include that person, or if you don't have one, contact HRSA’s MCHB Bureau.  MCHB’s Web site on the Title V National Performance and Outcome Measures is: (https://performance.hrsa.gov/mchb/mchreports/Search/core/cormenu.asp)

(Dave Ross)  I also agree that there is no hard line between child health and child well-being.   We see these concepts as intimately linked together.  Health is one element contributing to well-being.   One can envision an information environment that produces discrete information about specific health issues, e.g., how well a child is immunized and how well a population of kids is immunized.  The same information environment might also be capable of showing how specific health metrics related to SES, health insurance, or school readiness.    We see the process of integrating child health information as an expanding universe beginning with those functions that happen early in life (immunizations, screening, etc.) and expanding to include developmental milestones and readiness to learn and thrive.   It’s important to remember that today’s technologies offer approaches to link multiple systems together to create virtual unified child health records/profiles.  Thus, over time one can incorporate additional systems into the profile.  I would urge you to consider the Utah CHARM model as an example of how this might work for you.

Q:	CDC's Environmental Health Tracking Network is working on building a national infrastructure to link health and environmental information. What linkages exist between efforts around child health systems integration and this initiative? 

A:	(Dave Ross) That's a very good question and it's one that needs to be asked from the field. I think they need to be linked. I'm not aware of how they're being linked. I personally have been involved in several conversations about the need for this. And I'd like to see the discussions to start the development of linkages. Our group, the Public Health Informatics Institute, is a strong proponent of bringing groups together to ask questions like this and to define the basic requirements for such integration in a collaborative manner.   We have found that the common functions, business process and requirements for such systems exceed the unique features of each state.  Thus, it makes sense that we should go through the requirements process one time such that many states benefit simultaneously.    If this answer stimulates any of you to agree with me please contact me at dross@phii.org.    We would like to begin thinking together on this problem.

Q:	Have you solved the problem of a unique identifier for matching information from different programs? 

(Sherry Spence) Actually, we haven't solved the problem of the unique identifier, the reason being that anytime you have an identifier that can be hand-entered, that hand can make a mistake. So we use a series of identifiers that are system-generated or scanned in and are unique to the system that developed them to uniquely identify individuals.  For example, the ID for newborn dried blood spot screening (also called the Metabolic or PKU ID number) is an identifier we are using to link birth certificate, hearing screening, and dried blood spot screening records.  However, since this number is hand-entered on the birth certificate and on some hearing screening records, we know that there can be errors in the number.  So we back up that ID linkage with verification.  We do a probabilistic matching of the three records using demographic information about the child, such as baby's gender and birth date, birthing hospital, and names of mother and baby.  That way, we can make sure that a typo in the ID number does not link records that are not about the same child.  We can also use this matching technique to link records where the ID number is missing.  Other systems may differ, but my advice would still be to not trust a unique identifier fully but to test it with some other kind of matching to make sure that you really have the right case and to eliminate duplicate records from the data system. 

(Dave Ross)   Sherry is right.  There is no silver bullet.   The recent National Health Information Infrastructure meeting in Washington concluded the same thing.  At the NHII, the architecture and standards group recommended matching algorithms and stepped away from a unique identifier because of the many problems – social, legal and technical – that it entails.

Q:	Are you aware of any guidelines or publications from HRSA, the Office of Civil Rights (OCR), etc regarding the integration of information systems and complying with the HIPAA privacy standards?  

A:	(Debbie Linzer) State Public Health laws and the HIPAA exclusion for public health should inform any decisions regarding system integration. HRSA has encouraged states to contact their State HIPAA Coordinator for state specific guidance.

The HHS Office for Civil Rights (OCR), which is responsible for implementation of the HIPAA Privacy Rule has a website,  where a wide range of helpful guidance and technical assistance materials about the Privacy Rule as well as civil rights are available.

CDC and the U.S. Department of Health and Human Services has provided guidance on the HIPAA Privacy Rule and Public Health which is available at: 

Q:	One of the common lessons learned that emerge from endeavors to integrate databases is the essential need for an executive to lend support.  Clearly, you found this in Donalda Dodson.  Was she always a visionary or did it take staff work to help her "see the vision?"  I ask because I'm interested in hearing how other states have cultivated leadership to support such data efforts.  Any thoughts you have on this topic would be appreciated.

A:	(Sherry Spence) Yes, Donalda always had this vision; she is a visionary who sees the need for planning ‑ both strategic planning and detailed planning.  On the other hand, I meet with her regularly, as does the IT Project Manager, and work with her to clarify her vision in my mind and to enlighten her about processes and possibilities.  Her openness to that exchange, and acknowledgement that it is necessary for her to stay on track, is part of the reason for our success.  In fact, traits that I'd say are most important are the openness to new ideas, willingness to learn, and understanding of the importance of 3‑5 year planning.  They are more important than having the vision of where you want to get, because you can develop that in your first meetings with your key stakeholders.

Q:	In Debbie's presentation she mentioned a new project with the Public Health Informatics Institute (PHII) to create a community of practice to assist public health programs in moving their integrated child health information systems forward. Can you give us more information about what that community of practice will entail? 

A:	(Debbie Linzer) On June 1, 2004, PHII was awarded a two-year grant to support a project to create a community of practice (CoP) that, at least initially, will be comprised of 16 state public health projects that have been funded by the Maternal and Child Health Bureau to integrate information systems that hold information critical to improving the health of children, specifically children with genetic or congenital disorders identified through newborn screening. 

Members of this community will prioritize issues specific to systems integration, develop a series of papers that address those prioritized issues, develop guidelines for implementing performance indicators that measure the integration progress, and create strategies for ensuring the long-term sustainability of the relationships developed within the CoP.

As this project develops, information will be posted on the PHII website at: www.phii.org. I am also more than happy to speak with anyone who has a specific question about this project that they would like to discuss.  I can be reached at: dlinzer@hrsa.gov

Q:	The importance of developing a "value case" was mentioned as a tool for defining and sharing information about the benefits of integrating information. Should states and communities be developing tailored value cases for their own environments? Are generic ones being developed as models?

	(Debbie Linzer) MCHB has provided funding to PHII to develop a business case for integrated child health information systems based on the knowledge base and experience gleaned from the 16 state public health projects reference above.  Families, community-based clinicians, and other significant stakeholders have been significantly involved in this process. The intent of this effort is to develop products to be used by states and communities to garner funding to support their efforts.

	MCHB’s ultimate goal is to improve the health status of newborns and children having or at risk for heritable disorders by facilitating the improvement of linkages between public health and personal health systems to enhance service delivery and ensure community-based, culturally competent, comprehensive, and coordinated care in an environment of declining resources.

(Dave Ross) Our group is working on a business case for the integration of child health information systems.   This business case should address many of the reasons these systems should integrate and should address the major benefits of a fully integrated system.   It appears that the benefits increase as you integrate more systems.    For example, the early child development experience is benefited when the provider knows the exact status of all screening tests and all immunizations.  However, more benefit accrues when systems integrate in a way that reinforces or strengthens the medical home.   To do this, one needs to integrate early intervention, WIC and possibly environmental information.  We anticipate that our general business case will be directly relevant to everyone.   However, I suggest that you proceed with thinking about the most important reasons you would integrate various child health databases in your state.  Each state needs to do this exercise.  Hopefully, our work will be a strong adjunct to your thinking.


Q:	We've heard about business models and that a goal would be near universal access to medical information and therefore a potential universal market. Why isn't a Microsoft person sitting in the back row of these meeting preparing a commercial package that would supply these services?  

A:	(Dave Ross) I don’t know about Microsoft, but there have been vendors attending presentations and reading through the PHII website.  This “commercial package” is the technology – the tools that programs will need to support their efforts in achieving better health outcomes for all children. Before such a package can be put together, there must be a collective commitment to a shared vision (yet to be defined) and plan of action; agreement of core functions that will result in a common definition for integrated child health information systems by those developing and funding such systems; incorporation of child health and public health data into the standards process to improve interoperability, and therefore, data usefulness; definition and testing of performance indicators to measure progress and outcome in a systematic way across health agencies; and, studies that provide data on costs, cost savings and changes in outcomes to be able to demonstrate a return on investment. (See “Topics in Public Health Informatics: Integrated Child Health Information Systems at: http://www.phii.org/Files/IntegratedCHIS.pdf)

Before private enterprise will try to develop a solution they must understand what the market wants.   The NHII initiative seems to be bringing the health care delivery needs into better focus.   The NHII envisions person-centric care supported by systems that integrate all information about the person and deliver it to the provider at the point of service.    Given the current state of health care information fragmentation, this is an ambitious vision.   As this vision becomes specified in terms of nationally endorsed and adoptable standards (e.g., data coding standards, data messaging standards, vocabulary standards, etc.), we should anticipate that public health will need to rethink its approaches to gathering data and disseminating information.   Until this new vision is more of a reality, we suggest that the MCH community continue to define what a good child health system looks like, how it would function to improve the medical home, how it would function to assist parents, and how it would change to improve public health program management and effectiveness.

Q:	Are the slides from today’s presentations available to download?

A:	Yes, the slides are available on the DataSpeak Web site (archived programs) at http://www.mchb.hrsa.gov/mchirc/dataspeak/events/june_04/resource.htm

