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February 25, 2009

Conference Call Minutes 

Attendees

Adam Baus, Mary Swim, Nell Stuart - West Virginia University Office of Health Services Research

Cindy Keeley – WV Asthma Prevention Program

Eric Cook-Weins, Teri Caudle – Kansas DPCP

Carolyn Siler

Marilyn Bachelor – MI - DMC Primary Care Physicians

Jessica Toth - WVDHR

Roderick Monroe – MI 

Wendy Ahrens – MI - ProMed Healthcare

Nathan Peterson – Utah DPCP

Jackie Gianunzio – CA - CDEMS Support Consultant

Discussion Topics

· Registry evaluation

· Highlights from Agency for Healthcare Research and Quality (AHRQ) “Registries for Evaluating Patient Outcomes:  A User’s Guide”
Adam Baus of the West Virginia University Office of Health Services Research presented highlights from the AHRQ document released in Nov. 2007 “Registries for Evaluation Patient Outcomes:  A User’s Guide” (http://effectivehealthcare.ahrq.gov/repFiles/PatOutcomes.pdf
). The Guide outlines good registry practices and best practices to follow.  Adam recommends it as a wonderful tool for outlining what’s involved in starting and using a registry effectively.  The Guide isn’t a recipe for use, but a good model for evaluating registry process improvement.  Information is presented in an “ideal” sense and may not be practical in the small clinic environment where staff is stretched to wear many hats.  

As a reference point, Adam referred to Ed Wagner’s Care Model for the historical perspective on registries:  (http://www.improvingchroniccare.org/ index.php?p=The_Model_Talk&s=27).  The key 
objective of the model was to help improve patient care and redesign care.   CDEMS falls within the Clinical Information Systems part of the puzzle, an umbrella term for any system collecting data on patients to improve care.  CDEMS is one particular system.  Basic expectations of a CIS are:  individual patient care planning, population care planning, looking at relevant sub populations in need of treatment (lists) for care, sharing information with patients and providers to coordinate and monitor care within the organization – ACT on the data.

What’s a registry?  World Health Organization’s paper registry system definition in 1974 was “a file of documents containing uniform information about individual persons, collected in a systematic and comprehensive way, in order to serve a predetermined purpose.”  
 In 2007 AHRQ describes a patient registry as “an organized system that uses observational study methods to collect uniform data (clinical and other) to evaluate specified outcomes for a population defined by a particular disease, condition, or exposure, and that serves one or more predetermined scientific, clinical, or policy purposes.”  The overall purpose has not changed.  Cecil presented at Pan American Health Organization.  Had chance to see a paper-based registry.  Magnificently large book of health centers patients over generations…

CDEMS is a specific type of disease or condition registry designed to aid in disease management and reporting.  Understanding its purpose is the key to success.  Plenty of EMRs don’t have a registry function.  They house and store patient-specific details well, but population-based analysis is where registry function comes in.  EMRs usually don’t include registry-specific data in a queryable format.  Adam discovered a term that describes the process for moving data from an EMR to a registry format – “Extract Transform & Load (ETL) process”. 

What’s our goal?  To measure quality of care and determine opportunities for improvement.   To  improve, you must be able to measure it.  In reality, registries are multi-purpose to:

· describe disparities in access to care (care patterns)

· assess effectiveness of care on a patient & population level

· change behavior through data feedback, benchmarking against peers & accountability to patients

· provide transparency through public reporting

· impact policy & decision making.  Registry data may not be accessible from other sources like telephone surveys, surveillance data sources.  Registry data is unique in reporting lab values and documenting services otherwise tough to get to.
How to get started?  Registries should be designed, implemented, and evaluated with respect to their intended purposes.  A registry is not a data “capture all” and registry bloat can be avoided by focusing on what you’re doing and only on data needed for that purpose and not everything in the world.  A registry is not a static enterprise and must be flexible and able to adjust to ever-changing guidelines.  For example asthma EPR3 updates prompted asthma updates in the registry.

Adam described four phases of registry implementation:  

1. Planning 

2. Design
3. Buy-in
4. Data Collection & Quality Assurance

Planning.  Know the registry purpose and key stakeholders.  Stakeholders can be patients, providers, public health, payers, etc.  The scope of the project determines how large the will registry become, which patients will be included, what disease states and data elements will be tracked.  These are areas that are important at startup but that must be re-evaluated periodically.  Data requirements and health center staff time will determine the feasibility of success for these efforts.  During planning, be realistic about what health centers can do.  The AHRQ Guide lists the types of people that should ideally be at the table for registry building:

· Experts on the subject.  This typically isn’t realistic as most primary care sites don’t have a team of in-house experts.  Adam described his work with busy practices that are stressed, under-funded, and without time to add new work.  Adam tries to train clinic staff to become in-house experts on various subjects

· Experts in registry science (epidemiologists).

· Experts in data collection and management.  Database administrators are typically not available at every site; Adam and the team at WVU provide this function to clinics in West Virginia, and Jackie provides this in Washington and at a national level.  These concepts are absolutely new to most clinic and the need for CDEMS support is great.

· Experts in quality assurance.

· Experts in project management.  The goal is to educate health centers to be self-sufficient and develop their own registry expertise.  The support role goes beyond providing technical support for CDEMS.  Registry and quality improvement concepts are fairly complicated and need to be worked into office flow.  Jackie emphasized the need for moral support and encouragement during this learning process.  She actively tries to help people move from building a registry to the higher plateau of using a registry.  Often these phases involve different people and needs within the clinic.  A proactive approach to reporting is needed especially in the early stages to demonstrate how registry data can be transformed to usable information for the clinical team.  This information prompts actions that impacts patient outcomes and quality of care.  


Design.   The purpose of a registry should be practical and achievable.  Data elements should be there for a reason and not overburden staff and the registry with data not needed.  Differentiate between “need to know” vs. “nice to know” data elements and stick with essentials.

Look for places where data is already available and can be imported to CDEMS.  Importing existing data rather than starting from scratch results in a quicker registry startup.  Often a one-time data export of demographics from an EMR or billing system is possible.  Data scanned into an EMR may present limitations.  Jackie shared experiences with clinics she’s worked with where data scanned into an EMR has not been reportable within the EMR nor exportable to any other system.  Be aware that scanning information into an EMR can present serious constraints on using the data later.

A registry data map identifies data elements being collected and sources for the data coming into the registry.  The data map should also document system changes and maintenance.  WVU built data validation parameters into CDEMS to prompt for consistent results entries and flag invalid entries.  Jackie will look into incorporating more data validation checks into the CDEMS data entry code. 

A cohort analysis is one way to analyze registry data to evaluate effectiveness.  A cohort allows comparison of patients over time.  In 2009 the Journal Rural Health published an article about the WVU OHSR study “Electronic Patient Registries Improve Diabetes Care and Clinical Outcomes In Rural Community Health Centers (http://www3.interscience.wiley.com/cgi-bin/fulltext/121585395/PDFSTART.  The study 
examined the effects of registry utilization on diabetes care and outcomes, looking at a cohort patient baseline and two years of data from six health centers in West Virginia.  The study found that a provider champion, use of the progress note with patients, and data taken into account at medical staff/PCP meetings were important registry factors affecting health care practices and patient outcomes.  Improvements in clinical values (HbA1c, LDL, cholesterol) were significantly better in health centers with high to moderate levels of registry use.

A CDEMS registry study by the Washington Department of Health is reported at Preventing Chronic Disease E-journal website: http://www.cdc.gov/pcd/issues/2008/oct/pdf/07_0156.pdf.
There was a short discussion of patient start dates in CDEMS that can impact identifying cohort populations.  Jackie pointed out that often inconsistency in the meaning of patient start dates develops over time in long-standing registries.  For some patients, the start date may be an artificial date tied to the start of a collaborative or QI project rather than when registry tracking began for the patient, or a data entry person may take the current default date as the start date.   Jackie introduced the idea of using a diagnosis code in CDEMS to tag the cohort population.  Adam felt that with a lot of hand-holding at startup, most of the start dates used by clinics involved in the WV study were valid indicators for identifying the cohort.

Buy-In.  Buy-in affects the quality and use of registry data.  Provider buy-in can make or break success of the registry, but buy-in is much more far reaching.  If a registry is going to meet it’s goals, all users (receptionist, X-ray techs, nurses, MAs, whoever touches the registry) need to understand why it’s there and what they’re doing.  Both a provider champion (provider willingness) and registry champion (responsible for the work and keeping the registry on track) are needed.  Adam provided links to articles about  incentives driving registries today.   Jackie offered to post info about registry incentives and funding resources on the CDEMS web site.    E-mail jackie@cdems.com to share knowledge about state and national incentive programs.

· California HealthCare Foundation - $40K grants to CA clinics for registry use: http://www.rwjf.org/qualityequality/digest.jsp?id=8002&c=EMC-ND142
· Online Registry Improves Diabetes Care in Kansas from HealthCare IT News:  http://www.nxtbook.com/nxtbooks/medtech/hitn0608/#/16
· In West Virginia 7 FQHC organizations received federal funding to use CDEMS

Quality Assurance.  Having good data in the registry depends on measures being well-defined, users being trained and user understanding about what they’re doing.  Key points to consider for maintaining quality data:

· Data collection – collect “clean” data in uniform manner; data validation on entry

· Data cleaning – check for errors; make part of regular process

· Data storing – store securely; regular data file backups

· Data monitoring – regular review of data to assess quality and to USE the data

The teleconference ended with group discussion for applying this information to a situation with one of Adam’s clinics in West Virginia to revive a registry of five years that had been stopped because of inability to maintain and enter data into the registry.   Strengths and barriers were assessed with time and a skeleton staff being significant barriers.  The scope of the registry seemed too much to realistically maintain, and the idea of restarting the registry on a smaller scale was discussed.  Establishing an office flow and introducing registry advancements should also increase functionality.  Retraining on the registry and re-framing OHSR as a QI resource were also discussed.  Jackie suggested revisiting the benefits and use of the registry to support the office such as tickler alerts, reminder letters, patient call lists.

Wendy Ahrens asked the group for ideas about how to audit or validate data.  A January CDEMS User meeting in WA focused on data quality and cleanup issues.  The newsletter from that meeting providing cleanup tips and guidance is available on the “Newsletter” page at www.cdems.com.  Consider registry cleanup and data validation as a future meeting topic.  

Next meeting:  March 25 , 2009
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