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PANhat is a disease-specific registry?
'rlefe Oes it improve care?

7 H at IS the evidence base for registry
=== fectlveness’?

-..:—-""_'

—II'-

fy leferent registry structures

vz Registry content

v Ways to use registry information

v Outcome assessment & Improvement
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PISEdse egjgé[y» ——

ronlc database contaming data from
idielectronic medical records

S d on patients with specific types of
-mc diseases & medical conditions

.'—-"Io | séd PY. care providers, patients, &
== :admmlstrators to facilitate delivery of health
. care and implement evidence-based medicine

(Ortiz, 2006)
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Registries help providers o o
OVERCOME fragmented Care

t\JJJw_, for Ndentification and tracklng ofF patients
MildRarspPECIFIC chronic condition

r'rr'rrJ" sindividual disease management through
IO cations of abnormal test results, missed
gy ﬁtments & up to date information for patient
= encounters
=S il'_[acks 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)



xegjstries - advantages to ——
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»—\J]Jw\ otS Lo see all'therr test results
Ifl Jfld"

r°rr 9 es PLS to compare their test
- res Its & health outcomes with others

Ermlts pts to share results with other
= prowders for better care coordination

-® Helps pts see their results over time to
assess Improvement & identify areas of
concern
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REGISLEIES offer amtb—

e EEkS eCtIVG

-'f? A\ phyS|C|an who opens the
art may see that the patient's
blood sugar is up. But that
— _ doesn’r tell the clinician that
-?-_- = out of 200 patients with

~  diabetes, 10 are out of control.”

lowa Department of Public Health
Disease Registry Issue Brief, 2010



-

DIEIIELES reglstry resea

SAIAIIENLS al: a Communlty clinic (reglstry)

F‘O]’ﬂHJL":F toreSpatIen LSSl
IO mo LEgIStry)
soIrdsigniticant increases in the % receiving
EVIder; Ced pPased care for registry pts

o _5;..- creatinine, lipid, & hemoglobin A1C checks
_‘:: ﬂfoot and retinal examinations

= -ﬁpatlent establishment of self-management goals

|
<
=i M
"

5—

: No significant increases were observed In the
comparison group

(East et al., 2003)




DIElELES registry researcp,lﬁan_tﬁ,-
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Oyesallicompletionioievidencesbasedi
Cake PEOCESSes ncreased by 26% in the
ITLCE ention group compared to 3% in

'rn--! OmpParison group

_ herence to care standards occurred
= 2% of the time In the intervention
- group but only 51% of the time in the

Comparlson group.
(East et al., 2003)



’ reduction in the proportion of
patlents with poor hemoglobin A1C

~ levels, from 12% prior to 9% after
Introduction of the reqgistry

(Toh et al., 2009)



es registry research .

f a dlab&'e;s reglstry containing
| "n]’c'f.:r Saadministkativedatacne.
’ O'VA patlents Was examined to
S| changes WIthin individual
.';" S
| 'tUund 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

10)6
:.u:*

(Thompson et al., 2005)



/P el gEidlles

eractice; clinic, other administrative
UENUIBIEES

v - [ES] J_:;._'sults and dates (glycemic control)

[4Goronary risk factors - blood pressure, lipids
———¢ :otal cholesterol, high-density lipoprotein
==’-’ [HDL] low-0 en5|tyI|poproteln [LDL],

= ~tr|glycer|des) smoking status

UMedlcatlons
LIServices meeting ADA practice standards
LIOther co-morbidities




ADA Care Standards - Changes Call For Registry Revision
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CustomerID
Companyhare

Date Starttime End time
2007-05-07 9,25 10,25
2007-05-07 10,75 12,50
2007-05-07 18,00 15,00
2007-05-08 9,25 10,25
2007-05-08 14,50 15,50
2007-05-08 8,75 9,25
2007-05-14 21,75 22,25
2007-05-14 22,50 23,00
2007-05-15 11,75 12,75

1Task 1
1,75 Task 1
1Task 2
1Task 2
1Task 3
0,5 Task 3
0,5 Task 3
0,5 Task 3
1Task 3

0
0
0
0
0
0
0
0
0

—
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. ; '*df data entry & data cleaning

—_

DJ] s_evantages

-

_._ “@Difficulty of macros
~ @l.abor-/time-intensiveness

- @Unwieldiness when used for multiple disease
registries
(AUse a single spreadsheet for all diseases?
(AUse different spreadsheets for separate diseases?
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R 1] /Dr|II down features

; y of multiple disease management
s. )G rams

advantages
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= -:;.@Complexwy
- @Difficulty of error identification
PWEXpense of data entry tools

PDSystem instability

S
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Patient

Adams, F
Baker JI!
Brown. .F
Carter, I/
Dog, JarF
Douglas M
11| Jones, JF
Lane, JoM
Smith, JF
White, JM

il i ol il il

Date of

name Sex hirth

03/14/56
10/04/70
12122/63
07/03/73
08/06/66
070114
100142
01/01/64
07731736
02125/23

|0 number
1111111
272-22-227]
333-33-3333
444-44-4444

rrrrrrrrr

355-55-6555
666-66-6660
71T

606-04-000
999-99-9999
000-00-0000

Diabetes Tracking Worksheet
NOTE: DO NOT COPY AND PASTE DATA FROM CELL TO CELL AS THIS MAY UNDQ IMPORTANT FORMATTING
KEY: Alc = hemoglobin Alc; DFE = dilated fundascapic exam; BMP = hasic metabalic panel; BP = blood pressure

Prov.  Dateof Dateof Dateoflast Dateoflast  Date of last Sys Dia|Date of

ider Alc lastAlc lastDFE  footexam BHIP LDL lipids test BP BP |lastBP  1Co-morbidities
Otz |6 : JHTN. abesity
Ortiz &7
Ortiz 6.3
Ortiz
Ortiz
Ortiz
Ortiz 6.2
Ortiz 6.4
Ortiz 6
Ortiz

HTN, Retinopath

HTN

Download for free — http://www.aafp.org/fpm/2006/0400/p47.nhtml




.Sample Patient Specific Report - Relational Database

Last Visit This Visit
CDEMS Progress Note 305XXXXX |HC North
pate remcey) (0113 [ [ [[T ][] gr i D cp—
1::“:{.:;5 | [ | :..,5 D:]:Il]:l [Tl Califomia Ave; Chicago | Phone ETEREE vl | Age [T
Planguage L o || Ethnicity -3 Migrant ][ Homeless BT
ammmmwm|u|mu|m! o gy | =] E [

Comditions Dx DIC Add | Services LDate LResult MDate NResult LDate LResult HNDate MResult

Anke-brachia HbAle 04712
Callus Debrid |03/11 |[Dr. Rob ALT (SGLT) [12/D8 tza
Cardiclogy R AST (SGOT) [12me |2 | |
Case Manage aGFR a1 . g
DAN Screen EKG 01711
Dental Glucose E
Diabetic Foot MiAlCrea rati |08/11 &
DM Educ Ser. Creatnin [08/11 {[1.
DPN Scresn Cholesterd  |08/11 [
Employment HOL joai11
LDL GIEE

Exer Asmt
Trighycenide 08711

E
ODoOooooooooooy;

Cersbrovascu |:|
Claudication ]
FoctUker [
Heart
HTH
Hyperfigidemi [ ]
Loss of Prote [
Nephropathy |:|
Hewopathy [
Periph vascul []
Prior Amputat []
Psychiatric
Retinopathy [
SeffMonirSG 7] Hospitalizato
Vsual Impar [ Mental Health
N
Merve Condu
MutEdus 04z
Orthopedic & J08/11 ||Dr. Reb] |

PreVac  [pEme | I
Residential St | || | ||
Retnal Ex  [10/10 [ UIC | ]:i| | OO
sMeaal [ | Il |00

Mut Educ: Decrease portion size, mit salty fobds and junk food, limit soda and caffeine

O

M O
O
O
O
O
O
O
O
O
O
O
O
O
O
O
O
oic

Flu Wac
Fiock chk
Fook risk Asm
Hospitalizato

OoooOooOooooOoonO

DDDDDDEDDDDDDDDDE{DDDDD

I

=
O

Fibric: Acid D
Fish Cil

Glitazones
Glybaride:
Insulin

DUUDOODUOUOD S nonoooooooooonno

oo o®™Odn
OoOooOoooood

MEW MOTE (leave blank if no change)

University of lllinois at Chicago, CDEMS
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VQL_‘ ACGKOSS GlinIcs

REE str|e§ Can Promote Better

Clinic Beaverdale Campus EastFP Jefferson Horth FP Panom
Total P atients T80 5a7 832 g2 1113 20
Process goals:
HoAle last 12 mo. 29.7% 931% 0. Tl 936%  95.0%
LOL last12 mo. 83.0% 87.% 5.1 430% 864%  92.5%
Microalb lag 12 mo. 74.7% Te2% 2.1 3 Th.6%  83.0%
- | EveExamlast12mo.  41.7% ™ M&H bk 4%  40.0%
| Outcome goals: Not done in the lagt 12 mo. Indicates a failure
~ | %HoAlc=8.0 76.6% Ba.2% 6.3 61T TMa%  70.0%
% HoAlc=T7.0 39.1% 1% 6.8 4564 X%  47.5%
%LOL <130 72.5% T0.4% 69.8%  37.0% TB0%  73.8%
% LOL < 100 32.5% ¥ 08 2T H BN | 525%

% BP < 140/20 36.7%

Clinic
Total P atients

1852

62 3

AllPopulation HTN Data: 1/1/08-12/31/08
Beaverdale Campus EastFP Jefferson Horth FP Panom

995

AlLP opulation Diabetes Data: 1/1/08-12/31/08

bb. 8%

[iXx)

31.0%

417

3311

44

South
290

93.4%
88.1%
74.6%
a7.3%

79.0%
28.9%

74.2%
38.2%

South
73

Urbandale West FP

24l

&8, 3%
81.4%

T1.4%
43. 8%

780
39. B

74.4%
62 T

213

97

&3, 0%
82 2%
B8, 3%
3. 1%

T20%
H.6%

73.%%
33.4%

Urbandale WWest FP

2433




S Patient Repokt: Card

USESEPL=Friendly language, Shows: PEOUEESSE

Age: 59 Sex: Male MR #: O3 3I05
Goal Drvec 2009 | Mar 2009 | Jul Z008
Weight 158 151 158
BP Less than 120/20 122/58 158/20 150/70

Best 12080

Tests

HbAlc Less than 7

[Sugar for 2 months] Best if & 5.9 5.8 5.8
L Less than 100

[Lousy or bad cholesterol) Bestif 70 117 as
HI¥L Sreater than 40

[(Happy or good cholesterol) 58 57
Triglycerides Less than 150

- [ancther bad fatty substance] 177 s9

| Medication

Aspirin or Anti-coagulant Take daily

[to prewent heart attacks)

Important Yearly Activities Soal Status Mext Test Due  Most Recent Test

Ewe Check
[to prewvent blindness)

1 time a year Compleced =/ 25/2010 =/ 25/2009

Foot Check

i r
[to check for numbness and sores) 1 time 3 year CWERDUE

Urine Micro Albwmin

(to check for kidney failure) 1 time a yvear Completed 2S25/2010 225/2009

Flu Shot

i e
[toe prewvent flu) 1 time a year COhWNERDIUE

Special Waccine Soal Status
Frrreurnnoswrams:

[1:_u prewvent 3 spl_ai:iz!l pneum_unigl: 1=t
giwven cnce in a lifetime - twice if

first was giwen before age 65)

Incomplets

University of Oklahoma, Family Medicine



Patient Re‘p'o'?‘E-Card ~ Visual & Numerical Results

Recommeaendations

Test Treatment Type Standard For Youwr Care  Last Done Additional Information

Do 10 meonofflam
C1/10 cusrent

Complete sxam every 12 meaothes
Imoking causes high risk of heart altack, stroke, and amputations

yooHgh: (HEA 1) Chack Mo Soal=—7 D12 6 Checks for conbrol of your biosd SUGgErs ower past 3 manths.
L "Sar Chodesternl Check 12 mo; Goal-—100 D& 112 G0 Checks Tor “Dad™ cholestannd that can cause heart aftscks.
neumonia vaccins Cnce In a3l diabetes DSE0a Freyents COMmmon typs of preumaonia, meningitls, and sepsis.
jaye) exzm Dilated axam cwery 12 mo 1ore1 Checis Tor eye damage from diabaies (£a3n c3uss bindness).
eif maragement goal Discussefidocurmertad in all Helps wou 521 yWour oem gaals Tor conbrolling your dianetes
rine MicroAlbumin Check 12me: Goal-—20 11r/11: nda Checks for protein In your urine {sign of kidney damage.)

00 = Your Blood Pressure and Weiaght
. i Data owe IDia Diabe Wi
[ = " . .
= 150 - "'i ] e —m-H 04-11-12 (154 (74 loar11/12 o8
ol --""-_ - - - B ——— '-AE O4-09-12 |[163 55 12730011 =]
T e T T o T oy gy s TR o TRy TRy — — _ 04-02-12 (157 |71 1111811 (104
i 1ol Lt * T iy - olel | —wle 03-23-12 161 71 1104711 =]
= 50 e dl 03-07-12 (150 (74 1DEA11 101
i O -12 954 73 200 | JCPSV DR 1 ] =]
o — — halc
18 Oate resun
34 lara1mo1z2 (B
lezamo11 (6.1
o 12 0E0i1 (5.4
E 10 RNl 5.5
J [vimrzoin 5.4
-- feruzoio 5o
crea
= Cats resuk
25 | 112011 0B
5 leaoeo11 (1.1
- lezamoi1 Do
= 1.5 jerzr20n 1 0.6
7 4 - ; I — S0 DG
- - - lazqm011
Il
Dias resul
25 lezamoi1 (90
175 o0l o4

| 720 il
121452008 52

.l_-\th
Monthe ago

University of lllinois at Chicago, CDEMS




Birthday Letter’

~ Registry information used to generate personalized
tters sent to patlents In Lorain, OH with high or missing

gl

Cwvalues during their birthday month. Underlined text
" IS Inserted using expert logic.

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!




WciviaiZea DiabetesiReport: Contained

kS

insihe, Birthday Leiiers

ENEINES; messages, and smileyakaces are driveniby expert logic.

Your Test

What it Means

Bloodd
Presswre
[average of
vour last 3
bload
pressures)

113 /70

Your top number iz good. The
target iz between 110 and 135

The bottom number iz good. The
target is between S0 and 50

November 2007

8.7

Your hlood sugar runs too high
an average.

The % A's target iz between 7 and
g.

August 2007

LDL-

Your LDL-chalesteral is too high.

cholesterol 168 Keeping your LOL cholesteral FEbruw 2008
under 100 lowers your risk for
heart attack and stroke.
Most people with diabetes need

Eye Exam Done on a full eye exam at least once Fe brua_rf 2008 @

schedule Sp———

Done on | Everyone with disbetes needs &
Foot Exam schadule full foot exam once & year. January 2008 @

JORM DOE

212 MORAN RD

LORAIM, OHIC 44055

i

VA Medical
Center,
Cleveland,
OH
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RISV AUATSIIE esiorg/opensoecial/nin
o0 /SrowZzeabldE http%3A%2F%2Ftu
»-m»-:]\y/ ~ch|p org%?2Ftuanalyze%2Fdiabet
8563 aet Ximl%3Fning-app-

- 5'-;4—"* atus%BDnetwork&owner-askmanny

i f—-
.___.-—_?:'_

:.___..,_—_.r—
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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

Use wr.‘rr" or more) of the followmg
> JCare C Oordlnator

pISt ared medical appointments (group
rSits)

--fﬁBenchmarks & physician reminders

“IPatient illness self-management
education



stries Used f‘Fgw

ASH rmpr (used by 31 2%)*

Corl J:"" ive Heart Failure (used by
’u], Q)*

== _P*;To ression (used by 15.7%)*

——= leabetes (used by 40.2%)*

_—

*0of those surveyed by Casalino et al.
2003, JAMA
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NEXt'Steps ..

-— —

B -

AWEtKind of registry?
F’ OF W\ Et PUIrPOSES?
=AY o are your users?
| .= referred structure?

_ﬂWho will maintain it?

AWill you use public domain software or a
commercial product?
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Chronic Disease Regjstries:

A Product Review

ihealthreports

USEFUL RESOURCE

P

Avalilable 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
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Vigit eug ww
WYL LIS _r'_} iie edu/ nealth/index.asp
t OUr registry study

hsrp uic.edu/health/medical home reqgistry.asp

JIURIRE



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

