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Today’s Presentation 

vWhat is a disease-specific registry? 
vHow does it improve care? 
vWhat is the evidence base for registry 

effectiveness? 
vDifferent registry structures 
vRegistry content 
vWays to use registry information 
vOutcome assessment & improvement 



Disease Registry 

ØAn electronic database containing data from 
paper and electronic medical records 

Ø Focused on patients with specific types of 
chronic diseases & medical conditions 

ØUsed by care providers, patients, & 
administrators to facilitate delivery of health 
care and implement evidence-based medicine  

       (Ortiz, 2006) 



Registries help providers 
overcome fragmented care… 

• Allows for identification and tracking of patients 
with a specific chronic condition 

• Enables individual disease management through 
notifications of abnormal test results, missed 
appointments, & up to date information for patient 
encounters 

• Tracks the progress of high-risk patients 
• Promotes use of evidence-based care 
• Facilitates health outcomes management at both 

the individual and clinic levels  
       
       (Hummel, 2000) 



Registries - advantages to 
patients 
• Allows pts to see all their test results 

in one place 
• Enables pts to compare their test 

results & health outcomes with others 
• Permits pts to share results with other 

providers for better care coordination 
• Helps pts see their results over time to 

assess improvement & identify areas of 
concern 
 



Registries offer a different 
perspective 

“A physician who opens the 
chart may see that the patient’s 

blood sugar is up. But that 
doesn’t tell the clinician that 

out of 200 patients with 
diabetes, 10 are out of control.” 

  
Iowa Department of Public Health 

Disease Registry Issue Brief, 2010 
 



Diabetes registry research 
82 patients at a community clinic (registry) 

compared to 63 patients in same practice 
group (no registry) 

Found significant increases in the % receiving 
evidenced-based care for registry pts 
Øserum creatinine, lipid, & hemoglobin A1C checks 
Øfoot and retinal examinations 
Øpatient establishment of self-management goals  

No significant increases were observed in the 
comparison group 

      (East et al., 2003) 



Diabetes registry research (cont.) 

• Overall completion of evidence-based 
care processes increased by 26% in the 
intervention group compared to 3% in 
the comparison group 

• Adherence to care standards occurred 
82% of the time in the intervention 
group but only 51% of the time in the 
comparison group. 

      (East et al., 2003) 



Diabetes registry research 
Diabetes registry introduced in 9 primary 

care clinics  
• Found increases in the percentage with 

good LDL-C control from 35% prior to 
52% after registry use began 

• Showed reduction in the proportion of 
patients with poor hemoglobin A1C 
levels, from 12% prior to 9% after 
introduction of the registry   
        
     (Toh et al., 2009) 



Diabetes registry research 
Effects of a diabetes registry containing 

clinical & administrative data on 
600,000 VA patients was examined to 
assess changes within individual 
patients  
– Found that case-mix-adjusted Hemoglobin 

A1C levels among veterans with diabetes 
decreased significantly, by 31%, over a 2-
year period 

– Improved glycemic control over time was 
not attributable to recruiting healthier 
patients 

     (Thompson et al., 2005) 



Registry content 

üPt demographics 
üPractice, clinic, other administrative 

identifiers  
üTest results and dates (glycemic control) 
üCoronary risk factors - blood pressure, lipids 

(total cholesterol, high-density lipoprotein 
[HDL], low-density lipoprotein [LDL], 
triglycerides), smoking status 
üMedications 
üServices meeting ADA practice standards 
üOther co-morbidities  



ADA Care Standards – Changes Call For Registry Revision  



Registry Structure? 

        Spreadsheet vs. Relational Database 



Spreadsheet  
Advantages 
ØVisibility 
ØAbility to interact with the data 
ØSimplicity 
ØEase of data entry & data cleaning 

Disadvantages 
ØDifficulty of macros 
ØLabor-/time-intensiveness 
ØUnwieldiness when used for multiple disease 

registries 
ØUse a single spreadsheet for all diseases?  
ØUse different spreadsheets for separate diseases?   



Relational Database 
Advantages 
ØAutomation 
ØRoll up/Drill down features 
ØFacility of multiple disease management 

programs  
Disadvantages 
ØComplexity 
ØDifficulty of error identification  
ØExpense of data entry tools 
ØSystem instability 



SAMPLE DIABETES TRACKING SPREADSHEET 

                                                                                    

Download for free ~ http://www.aafp.org/fpm/2006/0400/p47.html 



Sample Patient Specific Report - Relational Database 

University of Illinois at Chicago, CDEMS 



Registries Can Promote Better 
Care Across Clinics 



Patient Report Card  
uses pt-friendly language, shows progress 

University of Oklahoma, Family Medicine 



Patient Report Card ~ Visual & Numerical Results 

University of Illinois at Chicago, CDEMS 



Cleveland VA            July 27, 2007 
 
Dear JOHN DOE, 
Happy Birthday!  Your VA health care providers want you to have many more! 
We are sending you your latest diabetes test results because our VA records show that your 
blood test for cholesterol is either too high, or needs to be rechecked.  
 
Your LDL-cholesterol (the ‘bad’ kind of cholesterol) should be less than 100 to protect you 
from stroke or heart attack.  Even if your last test was good, you are due to have it checked 
again. 
 
Your primary provider at the VA Lorain clinic would like you to call L       W       to go over your 
results, set up a fasting blood test, or set up a visit.   
 
Please call (440) 244-3833 EXT 2247 to schedule.  If you come for a clinic visit, please bring 
in all of your medication bottles, your blood glucose meter, and any glucose records if you 
have them. Thanks! 

‘Birthday Letter’ 
 Registry information used to generate personalized 

letters sent to patients in Lorain, OH with high or missing 
LDL-C values during their birthday month. Underlined text 

is inserted using expert logic. 



Individualized Diabetes Report Contained 
in the ‘Birthday Letter’ 

The values, messages, and smiley faces are driven by expert logic. 

VA Medical  
Center,  
Cleveland,  
OH  



Diabetes Registry Used to Create an 
Online Social Networking Community 

http://www.tudiabetes.org/opensocial/nin
gapps/show?appUrl=http%3A%2F%2Ftu
analyze.chip.org%2Ftuanalyze%2Fdiabet
esGadget.xml%3Fning-app-
status%3Dnetwork&owner=askmanny 

http://www.tudiabetes.org/opensocial/ningapps/show?appUrl=http%3A%2F%2Ftuanalyze.chip.org%2Ftuanalyze%2FdiabetesGadget.xml%3Fning-app-status%3Dnetwork&owner=askmanny
http://www.tudiabetes.org/opensocial/ningapps/show?appUrl=http%3A%2F%2Ftuanalyze.chip.org%2Ftuanalyze%2FdiabetesGadget.xml%3Fning-app-status%3Dnetwork&owner=askmanny
http://www.tudiabetes.org/opensocial/ningapps/show?appUrl=http%3A%2F%2Ftuanalyze.chip.org%2Ftuanalyze%2FdiabetesGadget.xml%3Fning-app-status%3Dnetwork&owner=askmanny
http://www.tudiabetes.org/opensocial/ningapps/show?appUrl=http%3A%2F%2Ftuanalyze.chip.org%2Ftuanalyze%2FdiabetesGadget.xml%3Fning-app-status%3Dnetwork&owner=askmanny
http://www.tudiabetes.org/opensocial/ningapps/show?appUrl=http%3A%2F%2Ftuanalyze.chip.org%2Ftuanalyze%2FdiabetesGadget.xml%3Fning-app-status%3Dnetwork&owner=askmanny


Registry Alone is Not Enough 

Use with one (or more) of the following… 
 
ØCare coordinator 
ØShared medical appointments (group 

visits) 
ØBenchmarks & physician reminders 
ØPatient illness self-management 

education 
 



Registries Used for Other 
Diseases 

• Asthma (used by 31.2%)* 
• Congestive Heart Failure (used by 

34.8%)* 
• Depression (used by 15.7%)* 
• Diabetes (used by 40.2%)* 
 

  *of those surveyed by Casalino et al. 
2003, JAMA 



Next Steps 

ØWhat kind of registry? 
ØFor what purposes? 
ØWho are your users? 
ØPreferred structure? 
ØWho will maintain it? 
ØWill you use public domain software or a 

commercial product? 



 
Available for free 
download from 
California HealthCare  
Foundation website 
http://www.chcf.org/ 

- Reviews public   
domain registry 
software & commercial 
software products  
- Presents product 
profiles 
- Offers product 
comparisons   

USEFUL RESOURCE 



To Reach Us… 
• Visit our website 
 www.cmhsrp.uic.edu/health/index.asp 
• Learn about our registry study 
 http://www.cmhsrp.uic.edu/health/medical_home_registry.asp 

 

http://www.cmhsrp.uic.edu/health/index.asp
http://www.cmhsrp.uic.edu/health/medical_home_registry.asp

