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Disease Registry
• List of patients with a chronic illness

– Paper, Excel, Access, Electronic Registries, AEHR
• Additional useful information

– Date of last visit
– Pertinent test results

• Electronic registries should be easily searched
– By time period, health system, clinic, physician, 

insurers, P4P programs
• Measures should be automatically calculated

– NQF, self generated
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Why Do We Need a Registry? 

• Evidence based care given only 55% of time
– (NEJM. 2003;348(26):2635-2645)

• Blood sugar is controlled in only 37% of 
patients with diabetes 
– (JAMA. 2004:291(3):335-342)

• Blood Pressure is controlled in only 35% of 
patients with hypertension
– (Ann Intern Med. 2006;145(3):165-175)

“Every system is perfectly designed 
to get the results it gets”

-Don Berwick

Why Does this Happen?
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Systemic Barriers
• Information Explosion

– 439 evidence based interventions in primary care
• Time

– 24.8 hours per day to deliver all recommended 
care to a panel of 2500 patients

• Lack of measurement
– We don’t know what our performance is 
– Almost all other industries continuously measure

• Reimbursement system
– Paid for quantity not quality

• Culture
– Biggest barrier – we lack the will

Time (for a panel of 2500 
patients)

• Chronic Disease 10.6 Hrs / day
– Ann Fam Med 2005;3:209-214

• Preventive Care 7.4 Hrs / day
– Am J Public Health

2003 Apr;93(4):635-41

• Acute Care (58% of time) 4.7 Hrs / day
– J Fam Pract 1198;46:377-389

• Non-patient care 2.1 Hrs / day
– AAFP survey May 2005

• Total 24.8 Hrs / day
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Registry Principles
• A registry is the first and single most 

important step to improve chronic care
– Changes strategy from reactive to proactive care

• One measure done well is better than 
many done poorly
– Needs to be accurate
– Needs to done 100% of the time

• The people using the information need 
to be able to count on it
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Start with HgA1c
• This single data point is very powerful

– It will introduce population based care
• Identifies patients overdue for care 
• Identifies Patients not meeting glucose goals

• Diabetes has the best developed set of measures
• Strong evidence that lowering HgA1c leads to 

better outcomes and reduced cost
• Up to 5% of patients have diabetes

– Not too big or too small
• Data is relatively easy to collect

– Pre-load 1 year worth of data 
• From office log or reference lab

MCI Average HgA1C Values 
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UKPDS Study
Published in Lancet 1998

A 1% decrease in HgA1c reduces:
Microvascular complications by 35%
Diabetes related deaths by 25%
All cause mortality by 7%
Myocardial infarction by 18%

Identifying Patients with Diabetes

• Billing systems - billed with code 250.xx
– Will miss patients who haven’t been in the clinic in the 

search time frame (usually 1 year)
– Not everyone billed with 250.xx will have diabetes

• Lab systems - patients with HgA1c done
– Not all patients with a HgA1c will have diabetes
– Will miss patients without a HgA1c

• Need to refine the list over time with either 
approach
– Mark the charts of patients in the registry and add 

patients when an unmarked chart is found
– Remove patients identified in error 
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Electronic Data Collection Options
• Excel

– Free (if you have Excel) and easy to use
– Store only the most recent result
– Works well for population management of diabetes

• CDEMS
– Free but difficult to use, no support

• DocSite
– $600 per year per provider
– Web based 

• CareMeasures
– From IFMC – Used by Mercy Clinics
– Cost about $500 per year per provider

• MDdatacor
– Free if you are in the Wellmark CoQ program

Why not wait until the AEHR?

• Most AEHRs do not function well as 
registries to support population based care
– AEHR is much more 

• Expensive
• Complex
• Difficult to implement

• Current care delivery system is flawed
– Don’t want to design your AEHR processes 

around this flawed system or you might end 
up doing the wrong thing more efficiently
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Excel Diabetes Registry
• Keep only the most recent visits data
• Sort alphabetically to enter data
• Sort by date to find patients overdue for testing
• Sort by value to find poorly controlled patients

1/12/20075.54/12/1947DARYLCARPENTER

10/15/20075.91/3/1943SHIRLEYBRIGHTWELL

7/25/20075.98/4/1940PHILLIPBAILEY

10/16/20076.011/19/1962SusanBANKS

8/1/20076.011/27/1965VICTORIABENTLEY

7/5/20076.112/27/1953JEONBALES

10/10/20076.75/4/1950DANIELBERNARD

6/25/20076.73/2/1948WillyBECK

10/17/20076.83/1/1949DonaldCARPENTER

9/25/20066.810/22/1934LENETTABUSICK

7/18/20076.910/23/1958CHARLESATKINS

7/31/20077.111/21/1940RICHARDBURGETT

8/16/20077.28/30/1964MCarroll

10/16/20077.38/31/1955ILAATKINS

8/14/20077.36/8/1933REGINALDBYERS

8/20/20077.56/16/1941GLENCHO

7/17/20077.53/8/1951DAVIDClaman

8/21/20077.910/10/1947NORMANBRICKMAN

10/31/20078.57/11/1944BARBARACook

10/24/20068.53/16/1967ANTHONYBIBBINS

3/23/20079.83/6/1951CarmelaBALDWIN

9/19/200710.310/21/1968COSIEBOODRY

Date of 
Most 

recent 
HgA1c 

Most 
Recent 
HgA1c 
Value

ProviderPatient 
Birth Date

Patient 
First Name

Patient Last 
Name

Sort by  
HgA1c Result

To determine 
patients       

not at goal

Actionable List

Call patients not 
at goal who 

haven’t been 
seen in the last 3 

months
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Disease Registries
Do Four Things

1. Accept Data
2. Create patient summary reports
3. Create actionable lists

• With a defined condition
• Overdue for care
• Not meeting outcome goals

4. Create performance reports
• % of the population meeting a measure
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Care 
Measures 
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Summary
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Beaverdale Clinic 
Performance Report

All Population Diabetes Data: 1/1/08-12/31/08

Clinic Beaverdale Campus East FP Jefferson North FP Panora South Urbandale West FP 
Total Patients 760 597 832 592 1113 80 890 840 997
Process goals:
HgAlc last 12 mo. 89.7% 93.1% 90.5% 75.0% 93.6% 95.0% 93.4% 88.3% 85.0%
LDL last 12 mo. 85.0% 87.9% 85.1% 43.0% 86.4% 92.5% 88.1% 81.4% 82.2%
Microalb last 12 mo. 74.7% 78.2% 72.1% 37.3% 76.6% 85.0% 74.6% 77.4% 68.5%
Eye Exam last 12 mo. 41.7% 31.7% 44.4% 21.6% 48.4% 40.0% 37.9% 48.8% 35.1%

Outcome goals: Not done in the last 12 mo. Indicates a failure
% HgAlc ≤ 8.0 76.6% 69.2% 76.3% 61.7% 77.5% 70.0% 79.0% 78.0% 72.0%
% HgAlc ≤ 7.0 59.1% 50.1% 61.4% 45.6% 56.1% 47.5% 58.9% 59.2% 50.6%
% LDL < 130 72.5% 70.4% 69.8% 37.0% 78.0% 73.8% 74.2% 74.4% 73.9%
% LDL < 100 52.5% 51.3% 50.8% 27.2% 59.2% 52.5% 58.2% 62.5% 55.4%
% BP < 140/80 56.7% 62.3% 66.8% 31.0% 49.4% 63.8% 52.4% 64.5% 55.5%

All Population HTN Data: 1/1/08-12/31/08

Clinic Beaverdale Campus East FP Jefferson North FP Panora South Urbandale West FP 
Total Patients 1852 995 839 417 3311 46 733 813 2455

Outcome goals: Not done in the last 12 mo. Indicates a failure
% BP < 140/90 71.7% 75.1% 72.2% 72.9% 55.7% 67.4% 61.9% 70.4% 63.1%

Clinic Level Performance Report



12

Delivery System Redesign
to accommodate the registry

• Providers should not use the Registry in the 
daily care of patients
– They do not have time to add another chore

• Nursing staff is responsible for 
– Data Entry – must be near 100% accurate
– Creating reports and contacting patients

• Nursing audited charts of patients who were 
called back to make sure all needed care was 
done when they came in.

• When nurses added this to current duties it 
didn’t get done
– The Health Coach position was created

Health Coach Job Description-
Essential, Core Functions

1. Oversees the disease registry
database

2. Conducts pre-visit chart review
3. Works with patients & families on 

self-management support 
4. Coordination of care across the 

care continuum
5. Involvement in QI activities
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Pre-visit Chart Review
Coaches plan the visit

• Health Coaches review the charts of patients 
before the patient is seen
– Review for chronic disease standards of care, 

preventive health care, immunizations
• Labs & referrals are done before the patient 

is seen (based on standing orders)
– More effective than doctor review and frees 

up doctor time

       
   

DIABETES 
Laboratory Standing Orders  

 
 

TEST INTERVAL CONDITIONS 
   
HgA1C 4 months All patients 
   
Lipid Profile 1 year Patients with no Dx of hyperlipidemia 
 4 months Patients with a Dx of hyperlipidemia 
   
ALT (SGPT) 4 months If on high risk medication (Statins, 

Actos, Avandia) 
   
Creatinine 1 year Patients with no Dx of Hypertension 
Basic Metabolic Profile 1 year Patients with a Dx of Hypertension 
   
Glucose 4 months Do not order if a BMP is being done 
   
Urine Alb/Creat. ratio 1 year Patients with no Hx of Abn UACR 
 4 months If UACR was ever > 30 

 
 
 

Complete these labs on all my patients with diabetes whenever the Standing 
Orders are due. 
 
   
    ____________________________   __________ 
    Signature     Date 

Coaches 
make sure 
all needed 

care is 
delivered 
using the

diabetes lab 
standing 
orders
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Pre-visit 
Review 
Audit 

Mercy West 
Medical 
Clinic

Recommended Lab/Preventive Screenings for today’s visit: 
 

QUALITY CARE – RECOMMENDED FOR ANY PATIENT WITH HTN/DIABETES 
(WELLMARK AND NON-WELLMARK PATIENTS) 

 
Y’S DATE____________PROVIDER_______________DM______HTN_____BOTH_
ame______________________________First Name _____________________________
al Record #:________________________Date of Birth____________________________

      Blood Pressure ____________ 

o Basic Metabolic Panel (every 3-6 months)  - Serum 
Creat:_______Glucose:_______ 

o MAL (every 3-12 months)  ________ 
o Uric Acid (if on thiazides)  ________ 
o WBC (if on ACE Inhibitors)  ________ 
o Lipids (yearly)  

Chol:_________Trig:________HDL:_________LDL:________ 
o HgbA1c:____________ 
o ALT: (ordered if pt. on thiazides or statins)_____________ 

o Mammograms (at least yearly in women from age 50-69) _________ 
o Pap Smear (at least every 3 years in women age 18-64) _________ 
o Colonoscopy (at least every 10 years from age 50-80) ________ 
o PSA (yearly after age 50 unless family history) ________ 
o Bone Density Test (every 2 years) ________ 

o Dilated Eye Exam (yearly) ______________ 
 

 
WELLMARK & NON-WELLMARK PATIENTS - CRITERIA 

 
HYPERTENSION                                                                        DIABETES_________________________
 
Charts of Wellmark hypertension patients should be marked with  
   MAGENTA tape. Non-Wellmark hypertension patients should be  
   marked with light purple tape (this includes out of state Wellmark 
   patients and Federal employees). 
Continue to mark charts of newly diagnosed HTN patients  
Order labs according to the posted established provider guidelines  
   and provide all necessary information on this form. Deliver this form 
   to the health coach or lab once completed. 
If a patient is no longer hypertensive, remove the tape and fill out one 
   of these forms to inform the health coach of this change. The patient  
   will then be removed from Secat. 
If the patient has transferred care, fill out one of these forms to inform  
   the health coach of this change. The patient will be removed from  

Charts of diabetic patients should be marked with GREE
Continue to mark charts of ALL newly diagnosed diabet
Order labs according to the posted established provider 
   and provide all necessary information on this form. De
   form to the health coach or lab once completed. 
If a patient is no longer diabetic, remove the tape and f
  of these forms to inform the health coach of this chang
If the patient has transferred care, fill out one of these
  inform the health coach of this change. The patient wil
   from Secat. 
 

   Secat. 
 
Other information for the health coach or lab to be aware of:     __________________________________________________________
_____________________________________________________________________________________________________________
 
 
Revised 1/07 
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One Day of Charges from Pre-visit Chart Review

Urbandale FP Clinic
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Mercy North Clinic - Diabetes Visits
Coach 

Introduced

2003 2004 2005 2006
2007 

annualized
Total Diabetes Visits 733 824 881 1334 1446
Per Cent 99214 47% 62% 58% 62% 67%
Weighted average charge / visit $105 $113 $111 $113 $115
Total Diabetes EM Charges $76,769 $92,746 $97,546 $150,523 $166,516

Microalbumin 365 479 739 2058 2,083
UACR charges $10,950 $14,370 $22,170 $61,740 $62,498

HgA1c 1274 1389 1384 2024 2135
HgA1c charges $34,398 $37,503 $37,368 $54,648 $57,642

Total Office DM charges $122,117 $144,619 $157,084 $266,911 $286,656
Yearly Gross Differential $22,502 $12,465 $109,827 $19,745
Yearly Net Differential $15,751 $8,726 $76,879 $13,821

Mercy North Example
10 providers & 1.6 FTE Health Coaches

Conclusions

• A disease registry changes the strategy 
from reactive to proactive

• Care delivery changes to accommodate 
the registry will lead to many chronic care 
model innovations

• Performance reports will drive your 
organizations to continually improve

• Practice redesign with a registry should be 
done before an AEHR is implemented
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www.mercyclinicsdesmoines.org/Quality


