[image: image1.wmf]





































































National Hepatitis C Case Registry

Fiscal Year 2003 Report

Public Health Strategic Health Care Group

Veterans Health Administration

DEPARTMENT OF VETERANS AFFAIRS

April 2004

ACKNOWLEDGEMENTS

The Hepatitis C Case Registry grew out of the desire to monitor the quality and delivery of safe, cost-effective care for veterans with Hepatitis C disease. The design, development, implementation, maintenance, validation, training, and analysis of this Registry database were carried out by a team of software engineers, programmers, clinicians, and health system specialists focusing on creating local and national software tools based upon the extraordinary electronic medical record.  Led by Dr. Sophia Chang and Ms. Lenora Barnes, the team included staff from the Center for Quality Management in Public Health; the Public Health Strategic Health Care Group; the Hepatitis C Case Registry Advisory Panel; Office of Information, Field Offices at the Hines and Salt Lake City facilities; and the Austin Automation Center. Several VA facilities volunteered to be software “beta” test sites including Bay Pines, Cincinnati, Fargo, Martinez, Minneapolis, New York Harbor, Palo Alto, Salem, and VISN 2.  Initial validation of patients captured in the Hepatitis C Case Registry and of the use of anti-hepatitis C therapy was conducted by the Hepatitis C Registry Coordinator at each VA facility, whose is responsible for reviewing and maintaining local Registry data.  We wish to acknowledge all of those who contributed to the development of this Registry software and look forward to future collaborations using the information collected to monitor and impact the care of hepatitis C infection in the VA population.

NATIONAL HEPATITIS C CASE REGISTRY FISCAL YEAR 2003 REPORT 

EXECUTIVE SUMMARY

The national Hepatitis C Case Registry of the Department of Veterans Affairs (VA) is an electronic database on patients with hepatitis C who received care in the VA health care system after January 1, 1996.  It is maintained by the VA’s Public Health Strategic Health Care Group (PHSHG).  The aims of the Registry are to identify VA patients who have been tested or diagnosed as having hepatitis C, describe their clinical status, track their use of clinical services, and improve the quality and efficiency of VA hepatitis C care.  Patients are automatically added to the Registry based on either ICD-9 diagnosis codes or positive results from antibody screening tests for hepatitis C.  Some Registry data elements are added nightly from the VistA software of local VA health care systems; others are added monthly from the VA’s National Patient Care database.

The number of patients on each of the local registries agrees with the corresponding number in the national Registry.  However, work to validate the Registry and its individual data elements is ongoing.

The purpose of this report is to illustrate the potential uses of Registry data by presenting preliminary descriptive statistics based on the currently available data.  Pending further validation and cleaning of Registry data, this report should NOT be used to drive changes in performance or procedures.
Numbers of Patients and Demographic Characteristics.  As of March 26, 2004, a total of 253,160 unique patients had been added to the Registry.  Of these, 184,067 had at least one VA inpatient admission or outpatient encounter in federal fiscal year 2003 (FY03).  These patients “in care” represent 3.8 percent of patients who received VA medical care during that fiscal year.  

Registry patients in VA care in FY03 were predominantly male (96.8 percent) and the great majority (82.3 percent) were between 40 and 59 years of age.  In FY03, more than half of the Registry patients who had data collected under new OMB definitions of race and ethnicity were white.  About a third were black and about 6 percent were Hispanic.  

Utilization.  The number of inpatient admissions of Registry patients increased from FY97 to FY02 and fell slightly from FY02 to FY03.  The absolute number of Registry patients with an admission increased from FY97 to FY03, but the percentage with an admission fell from 28 to 23 percent between FY97 and FY03.   The number of admissions per patient with any admission was little changed from FY97 to FY03.  Registry patients (including those with no admissions) had an average of 0.52 admissions in FY03; the comparable average for the VA as a whole was 0.12 admissions.

The number of outpatient encounters among Registry patients grew from FY97 through FY02 and then fell in FY03, when Registry patients had about 4.9 million outpatient encounters.  The number of Registry patients with outpatient encounters grew from FY97 to FY03, consistent with the growth in the numbers of patients in the Registry.  The average number of encounters per outpatient grew until FY99 and then began falling.  In FY03, the average was about 27 encounters per outpatient, more than twice the comparable average for the VA as a whole (roughly, 10.3).
At theVISN-Level.  While there is considerable variation across VISNs, on average, 3.8 percent of patients in care in a VISN are included in the Hepatitis C Case Registry.

The data that are currently available indicate that an average of 10.9 percent of Registry patients have had a liver biopsy since 1996 (when the Registry was initiated), and 8.1 percent have been prescribed antiviral drug treatment since that time.  Across VISNs, 11.9 percent of Registry patients are known to have died of any cause since 1996.  

There are three important caveats regarding variation in liver biopsies, antiviral drug treatment, and death.  First, the current National Institute of Health Consensus Statement and VA Recommendations recommend, but do not mandate, biopsies to determine whether to initiate antiviral drug treatment.  Moreover, they recommend antiviral drug treatment only for selected patients.  Second, some individual data elements on the Registry have not been well validated.  Third, variation in the percentages of patients who have died and in the percentages with liver biopsies and antiviral drug treatment may not reflect differences in the quality of care; a number of other factors may drive variation in these statistics. 

Future Directions.  PHSHG plans two series of reports based on the national Hepatitis C Case Registry data.  One series will report measures related to well-established norms of hepatitis C management for use in assessing the quality of VA hepatitis C care.  The other series will report measures lacking well-established norms, which can nonetheless be useful for administration, including resource planning.  In the future, PHSHG also plans to enhance the reporting capacity of local hepatitis C registries.

NATIONAL HEPATITIS C CASE REGISTRY FISCAL YEAR 2003 REPORT 

A.  THE NATIONAL HEPATITIS C CASE REGISTRY

1.  Objectives

The national Hepatitis C Case Registry of the Department of Veterans Affairs (VA) is an electronic database system designed to provide up-to-date clinical information on patients with hepatitis C who received care in the Veterans Health Administration health care system after January 1, 1996.  The Registry is maintained by the VA’s Public Health Strategic Health Care Group (PHSHG).
The aims of the Registry are to: 

· Identify VA patients who have been tested or diagnosed as having hepatitis C 

· Describe the clinical status of these patients across the VA health care system

· Track their use of relevant clinical services 

· Improve the efficiency and quality of VA hepatitis C care 

This report is designed to illustrate the potential uses of data available from the Registry and presents preliminary descriptive statistics based on the data that are currently available.  These have not yet been fully validated and cleaned.  Information presented in this report has implications for the quality and efficiency of care and for planning and resource allocation.  However, the preliminary information presented here should NOT be used to drive changes in performance or procedures, pending further validation and cleaning of Registry data.
2.  Registry Overview

The VA’s Hepatitis C Case Registry is comprised of local and national database systems, both of which rely upon data routinely collected in the local VistA system (Veterans Health Information Systems and Technology Architecture) during the course of clinical care.  Software at each local VA health care system automatically detects patients with hepatitis C through nightly sweeps of data on VistA and supports local data collection and report generation.
 A designated Hepatitis C Case Registry Coordinator at each local VA health care system maintains a local registry. The local software also automatically transmits selected clinical data elements to the national Hepatitis C Case Registry database. Overall, the national Hepatitis C Case Registry database contains information from 128 reporting VA health care systems.  
Some registry data elements are updated nightly; others are updated monthly.  The types of data 

elements that are updated nightly include: 

· Information on a patient’s addition to the registry

· Basic demographic information on the patient

· The patient’s use of pharmacy services, from both inpatient unit dose and outpatient prescription files

· Laboratory test results for the patient, from approximately 30 tests relevant to hepatitis C

· The patient’s use of radiology services

· Liver biopsy results  

The data elements that are updated monthly pertain to the use of other inpatient and outpatient services, with associated diagnosis and procedure codes.  These data elements are extracted from the National Patient Care database (NPCD) at the Austin Automation Center.  Additional information on the Hepatitis C Case Registry can be obtained from: http://vista.med.va.gov/clinicalspecialties/hepc/index.htm.

This report draws on national Registry data available as of March 26, 2004, which includes NPCD data through February 29, 2004.  

3.  Inclusion in the Registry

Criteria.  Patients are automatically added to the Registry based on either of two inclusion criteria:

1.  An ICD-9 diagnosis code specific for hepatitis C infection as an inpatient discharge 

     diagnosis, outpatient encounter diagnosis, or problem list diagnosis.

2.  A positive result from an antibody screening test for hepatitis C 

A total of 253,160 unique patients had been added to the national Hepatitis C Case Registry as of March 26, 2004.   

About a third (32.3 percent) of these patients met both of the inclusion criteria when they were initially added to the Registry, but most met only one of the two.
  As of March 26, 2004, 43.2 percent had been added based only on positive antibody screening tests and 24.1 percent had been added based only on ICD-9 diagnosis codes. 

Local health care systems may add a patient to the Registry manually if he or she is known to have hepatitis C infection, but has not been added automatically due to missing diagnosis codes or test results.  For example, a patient may have a positive antibody screening test result from outside the VA.  To date, less than one half of one percent (0.4 percent) of patients in the Registry have been added manually.
 

The Registry software also permits local health care systems to inactivate patients who they know to have been included in the Registry erroneously or who are not under their care for hepatitis C.  For example, a local VA health care system might inactivate a VA employee who 

was screened for hepatitis C at that VA system but who receives care for hepatitis C outside of the VA.  As of March 26, 2004, 3,151 patients had been inactivated for one of these reasons, representing about one percent of the (non-unique) patients seen at local systems. 

Advantages of Broad Inclusion Criteria.  By design, the inclusion criteria for the Hepatitis C Case Registry are broad.  We expect that the Registry includes patients who do NOT have active, chronic hepatitis C infection.  Specifically, we expect that the Registry includes patients who:

· Were infected with the hepatitis C virus, but who have cleared the virus either as the result of immune response or antiviral treatment, and who consequently do not have chronic hepatitis C disease.

· Had a false positive screening antibody test result 

· Had an incorrect diagnosis code 

Broad inclusion criteria were chosen in order to better understand the full impact of hepatitis C on VA health care services and on patient outcomes.  In general, failure to include in a registry all patients who have the disease of interest can lead to erroneous conclusions about the use of health care services and about the causes of medical successes and failures.
  Because broad inclusion criteria were adopted for the Registry, we can, for example, describe the number of false positive test results.  And, by including patients who are deceased, we can study the impact on mortality of various treatments for hepatitis C.

Not a Tool for Determining Prevalence.  The Registry is not a tool for determining the prevalence of hepatitis C among VA patients. Some infected patients will not have been tested and identified at all, and others will have been identified prior to January 1, 1996 (the initial date covered in the Registry).

4.  Quality of Registry Data

The national Hepatitis C Case Registry accurately captures the patients who are on the local registries. Working with staff at local VA health care systems, PHSHG has already confirmed that the number of patients on each of the local registries agrees with the number of patients at each local health care system according to the national Registry.  In addition, PHSHG analysis has shown that the national Registry accurately captures prescriptions for antiviral drugs given for hepatitis C.  Additional work to validate the Registry is ongoing.   For example, we are currently planning an investigation of the extent to which patients with hepatitis C are omitted from both local registries and the national Registry as a result of codes for antibody screening tests that are not standard or erroneous. 

B.  PRELIMINARY PATIENT-LEVEL DESCRIPTIVE STATISTICS

1.  Registry Patients in VA Care

As indicated in Section A above, 253,160 unique patients had been added to the national Hepatitis C Case Registry by March 26, 2004.   In federal fiscal year 2003 (FY03),
 

184,067 unique patients in the Registry had at least one inpatient admission or outpatient encounter at a VA local health care system. We define these patients as “in care.”   This report presents descriptive statistics on the 184,067 patients in care in FY03.  They represent 3.8 percent of the total number of patients who received medical care at the VA during that fiscal year.

2.  Patient Demographic Characteristics

Age.  The great majority (82.3 percent) of Registry patients in VA care in FY03 were between 40 and 59 years of age. Table 1 presents the distribution of age by decade for Registry patients.  Overall, their average age was 53.9 years.

Sex.  Registry patients in VA care in FY03 were predominantly male (96.8 percent).   Although only 3.2 percent of patients in the Registry are female, the absolute number of female patients is large (5,910).    

Table 1

Age by Decade for Patients in VA Care on the National 

Hepatitis C Case Registry, Fiscal Year 2003 

	Age Range

(years)
	Unique Patients

	
	Number 
	Percent

	Less than 30
	398
	0.2 %

	30-39
	3,782
	2.1 %

	40-49
	58,966
	32.0 %

	50-59
	90,659
	49.3 %

	60-69
	15,744
	8.6 %

	70-79
	14,518
	7.9 %

	Total
	184,067
	100.0 %


Note:  Age was calculated as of the mid-point of the fiscal year (April 1,

2003) or as of date of death (for patients who died before April 2003).   

Race and Ethnicity.  During calendar year 2003, VA implemented the U.S. Office of Management and Budget (OMB) definitions of race and ethnicity.  About 40 percent of Registry patients in VA care during FY03 had data available on race and ethnicity under these OMB definitions (39.3 percent had data on race and 40.2 percent had data on ethnicity).   

Table 2 presents information on the race/ethnicity of the Registry patients with race and ethnicity data based on the OMB definitions.   More than half were white and a third were black or African American.  About six percent were Hispanic or Latino.  

Table 2

RACE AND ETHNICITY OF Patients in VA Care on the National Hepatitis C Case Registry with omb dEFINITION, 

Fiscal Year 2003 

	
	Number
	 Percent

	Race a

	American Indian/Alaskan Native
	666
	0.9 %

	Asian/Pacific
	170
	0.3 %

	Black or African American
	23,885
	33.5 %

	Native Hawaiian or other Pacific Islander
	868
	1.4 %

	White
	40,111
	55.1 %

	Declined or unknown by patient
	6,418
	8.9 %

	          Number of patients with race data under OMB definition
	72,320
	--

	Ethnicity 

	Hispanic or Latino
	4,718
	6.5 %

	         Number of patients with ethnicity data under OMB definition
	73,585
	--


Note:  The VA began using the OMB definitions of race and ethnicity during calendar year 2003.  Data are for those patients for whom data on race and ethnicity are available under the OMB definition.

a  1.2 percent of patients reported multiple races and are included in multiple categories. 
3.  Utilization of Inpatient and Outpatient Services

Inpatient Admissions.
  The number of inpatient admissions of Registry patients in VA care increased from FY97 to FY02 and fell slightly from FY02 to FY03.  The absolute number of Registry patients in VA care with an inpatient admission increased from FY97 to FY03, but the percentage who had an admission fell from 28 percent in FY97 to about 23 percent in FY03 (see Table 3.)   The number of admissions per patient with any admission was little changed over this period.  

Registry patients (including those with no admissions) had an average of 0.52 inpatient admissions in FY03 (not shown).
  The comparable average for the VA as a whole that fiscal year was 0.12 admissions.

Table 3

Inpatient Admissions by Patients on the National Hepatitis C Case Registry, by Fiscal Year
	Fiscal Year
	Number of Admissions

(A)
	Number of 

Unique 

Patients with One or More

Admissions

(B)
	Average Number of Admissions per Patient

with Any Admission 

(C = A/B)
	Total Number of Patients in VA Care on Registry

(D)
	Percent of Registry Patients in VA Care with

One or More Admission

(E = B/D x 100)

	1997
	70,619
	31,374
	2.2
	111,978
	28.0%

	1998
	75,136
	32,848
	2.3
	124,331
	26.4%

	1999
	83,284
	35,416
	2.4
	137,600
	25.7%

	2000
	88,992
	40,178
	2.2
	151,859
	26.5%

	2001
	94,867
	40,178
	2.4
	167,876
	23.9%

	2002
	98,448
	42,002
	2.3
	179,768
	23.4%

	2003
	96,537
	41,793
	2.3
	184,067
	22.7%


Note:  Inpatient admissions include those related to acute medical conditions, surgical procedures, mental health, substance use, nursing home care and domiciliary care. 

Outpatient Encounters.
  As Table 4 indicates, the number of outpatient encounters among Registry patients grew from FY97 toFY02 and then fell from FY03 to FY03.  In FY03, patients in the Hepatitis C Case Registry had about 4.9 million outpatient encounters.  The number of Registry patients with outpatient encounters grew from FY97 through FY03, consistent with the growth in the numbers of patients in the Registry.  Only a small fraction—roughly one half of one percent--of Registry patients in VA care during a given fiscal year have no outpatient encounters during that fiscal year (not shown).  The average number of encounters per outpatient grew until FY99 and then began falling (Table 4).  In FY03, the average was about 27 encounters per outpatient, more than twice the comparable average (roughly, 10.3) for the VA as a whole.

TABLE 4

OUTPATIENT VISITS BY PATIENTS ON THE NATIONAL 

HEPATITIS C REGISTRY, BY FISCAL YEAR

	Fiscal Year
	Total 

Number of Outpatient Encounters

(A)
	Number of 

Unique Patients with Outpatient 

Encounter

(B)
	Average Number of Encounters per Outpatient 

(C = A/B)

	1997
	3,541,403
	111,370
	31.8

	1998
	4,483,994
	123,757
	36.2

	1999
	5,091,958
	136,915
	37.2

	2000
	5,574,680
	151,243
	36.9

	2001
	5,534,730
	167,190
	33.1

	2002
	5,837,924
	179,036
	32.6

	2003
	4,876,331
	183,322
	26.6


Note:  Our measures of receipt of outpatient services are based on grouping VA “clinic stop” codes. 

While many of these codes refer to a patient’s visit to a VA clinic, some refer to other types of 

encounters such as home visits and telephone consultations.
C. PRELIMINARY VISN-LEVEL DESCRIPTIVE STATISTICS

1.  Patients on Registry by VISN

Table 5 presents information on patients in the national Hepatitis C Case Registry in FY03 by VISN (Veterans Integrated Service Network).  The table includes the total number of patients in the Registry for each VISN (that is, the number ever added to the Registry in a local health care system in that VISN) and the number of those patients who were in VA care in FY03.  Patients who received care at two or more VISNs are included in the statistics for each of these VISNs.  Therefore, the sum of patients across VISNs is higher than the number of unique patients in VA care for hepatitis C. 

In FY03, the percentage of VISN patients who were in the national Hepatitis C Case Registry and in VA care, varied from 2.0 percent to 5.7 percent across VISNs (see Table 5).  The average was 3.8 percent that fiscal year.

Table 5

Patients on the NATIONAL Hepatitis C Case Registry by VISN 

and registry Patients in VA Care, Fiscal Year 2003

	VISN
	Registry Patients

	No.
	Name 
	VISN Total Unique Patients a

(A)
	Total Number b

(B)
	Number in Care

(C) 
	As a Percentage of VISN Patients 

(D= C/A x 100)

	1
	New England Healthcare System
	228,495
	10,188
	7,200
	3.2%

	2
	VA Healthcare Network Upstate New York 
	130,534
	5,118
	3,630
	2.8%

	3
	VA NY/NJ Veterans Healthcare Network 
	201,097
	15,632
	9,535
	4.7%

	4
	VA Stars & Stripes Healthcare Network 
	284,412
	13,569
	9,230
	3.2%

	5
	Capitol Health Care Network
	121,777
	10,259
	6,967
	5.7%

	6
	The Mid-Atlantic Network
	240,118
	13,341
	8,878
	3.7%

	7
	The Atlanta Network
	275,738
	13,137
	9,378
	3.4%

	8
	VA Sunshine Healthcare Network
	491,738
	26,577
	18,928
	3.8%

	9
	Mid South Veterans Healthcare Network
	232,539
	11,045
	7,463
	3.2%

	10
	VA Healthcare System of Ohio
	172,561
	11,433
	6,719
	3.9%

	11
	Veterans Integrated Service Network 
	212,790
	10,102
	7,468
	3.5%

	12
	The Great Lakes Health Care System 
	223,774
	10,659
	7,025
	3.1%

	15
	VA Heartland Network
	217,796
	10,283
	7,039
	3.2%

	16
	South Central VA Healthcare Network 
	422,676
	23,829
	16,528
	3.9%

	17
	VA Heart of Texas Health Care Network
	223,333
	14,240
	9,579
	4.3%

	18
	VA Southwest Health Care Network 
	236,672
	12,010
	8,147
	3.4%

	19
	Rocky Mountain Network
	135,049
	6,987
	4,531
	3.4%

	20
	Northwest Network
	195,023
	14,697
	9,749
	5.0%

	21
	Sierra Pacific Network
	217,889
	17,154
	11,095
	5.1%

	22
	Desert Pacific Healthcare Network
	251,182
	20,963
	13,539
	5.4%

	23
	VA Midwest Healthcare Network
	255,883
	7,763
	5,238
	2.0%

	TOTAL c
	4,971, 076
	278,986
	187,866
	3.8%


a Number of unique patients seen in VISN. Source is VA’s Allocation Resource Center (ARC) FY03 Quarter 4           Cumulative Unique Patient report (published in December 2003.   See vaww.arc.va.gov

b Patients added to the Registry ever in that VISN.  

c Some patients received care at more than one VISN.  They are counted multiple times.

2.  Clinical Management: Liver Biopsies, Antiviral Therapy, and Known Mortality

Table 6 presents data on the percentages of Registry patients in VA care with liver biopsies and antiviral (anti-Hepatitis C) drug treatment since January 1996, by VISN.  Patients are counted as having biopsies at a given VISN if a pathology result for a liver biopsy appears on VistA for a local health care system in that VISN.  Similarly, patients are counted as having antiviral drug treatment at a given VISN if that treatment was prescribed at a local health care system in that VISN.
  Patients who received a biopsy or antiviral treatment at multiple VISNs are included in the statistics for each of these VISNs.  

Table 6 also presents data on known deaths since 1996 for patients in the Registry.  Data on death is entered into local VistA databases by local offices of decedent affairs, based on information from the local health care system and from the VA’s Austin Automation Center. 

As indicated above, this report is designed to illustrate the potential uses of data available from the Registry.  The statistics presented here are considered preliminary and should NOT be used to drive changes in performance or procedures, pending further validation and cleaning of Registry data.
We present the information in Table 6 with three important caveats.   First, the current National Institutes of Health (NIH) Consensus Statement and the VA Treatment Recommendations recommend biopsies to determine whether to initiate antiviral drug treatment in patients with hepatitis C, but they do not mandate biopsies.  Moreover, the Consensus Statement and Recommendations recommend antiviral drug treatment only for selected patients with hepatitis C.  The information on use of antiviral drug treatment presented in Table 6 pertains to all Registry patients, not just to those who meet the selection criteria for the NIH Consensus Statement and the VA Recommendations.

Second, as indicated in Section A, individual data elements in the Registry have not been validated.  In particular, we are concerned about the quality of the data element on liver biopsies, which is based on pathology results in VistA.  While PHSHG has not undertaken a focused analysis of the validity of the data on liver biopsies, it is our experience is that some pathology results are not added to VistA.  Thus, the number of liver biopsies is likely understated.  In addition, the VA often will be unaware of the death of a former patient, which may lead to an undercount of mortality in the Registry.

The third important caveat pertains to variation in the percentages of patients who receive liver biopsies and antiviral drug treatment and who die. Such variation may not reflect the quality of care; a number of other factors may drive it.  For example, as indicated above, antiviral drug treatment is recommended only for selected patients with Hepatitis C.  The proportion of patients who meet the selection criteria is likely to vary across local health care systems.  Because of the likelihood of local-system-level variation in such factors, we do not present information on deaths, liver biopsies, and antiviral drug treatment by local health care system.  We present this information only at the VISN-level, for which 

TABLE 6

 LIVER BIOPSIES, ANTIVIRAL DRUG TREATMENT, AND KNOWN DEATHS FOR PATIENTS 

ON THE NATIONAL HEPATITIS C CASE REGISTRY, BY VISN

	VISN
	Registry Patients:

	
	With Liver Biopsies,

1996 to Present a
	With Any Antiviral Drug Treatment, 1996 to Present c
	Who Are Known to Have  Died of Any Caused

	No.
	Name
	Number
	Percentageb 
	Number  
	Percentageb
	Number
	Percentageb

	1
	New England Healthcare System 
	1376
	13.5%
	1,122
	11.0%
	1075
	10.6%

	2
	VA Healthcare Network Upstate New York 
	759
	14.8%
	368
	7.2%
	494
	9.7%

	3
	VA NY/NJ Veterans Healthcare Network 
	1939
	12.4%
	1,103
	7.1%
	2019
	12.9%

	4
	VA Stars & Stripes Healthcare Network
	1199
	8.8%
	1,238
	9.1%
	1703
	12.6%

	5
	Capitol Health Care Network  
	1152
	11.2%
	647
	6.3%
	1270
	12.4%

	6
	The Mid-Atlantic Network
	1853
	13.9%
	971
	7.3%
	1460
	10.9%

	7
	The Atlanta Network 
	1286
	9.8%
	1,059
	8.1%
	1494
	11.4%

	8
	VA Sunshine Healthcare Network 
	1999
	7.5%
	2,316
	8.7%
	3278
	12.3%

	9
	Mid South Veterans Healthcare Network
	1104
	10.0%
	1,198
	10.8%
	1442
	13.1%

	10
	VA Healthcare System of Ohio 
	939
	8.2%
	717
	6.3%
	1413
	12.4%

	11
	Veterans Integrated Service Network 
	972
	9.6%
	740
	7.3%
	1117
	11.1%

	12
	The Great Lakes Health Care System 
	1356
	12.7%
	963
	9.0%
	1270
	11.9%

	15
	VA Heartland Network 
	1523
	14.8%
	1,008
	9.8%
	1309
	12.7%

	16
	South Central VA Healthcare Network
	2473
	10.4%
	1,927
	8.1%
	2809
	11.8%

	17
	VA Heart of Texas Health Care Network 
	871
	6.1%
	699
	4.9%
	1768
	12.4%

	18
	VA Southwest Health Care Network 
	1176
	9.8%
	1,137
	9.5%
	1524
	12.7%

	19
	Rocky Mountain Network 
	1036
	14.8%
	707
	10.1%
	932
	13.3%

	20
	Northwest Network 
	1514
	10.3%
	942
	6.4%
	1662
	11.3%

	21
	Sierra Pacific Network 
	2343
	13.7%
	1,383
	8.1%
	1812
	10.6%

	22
	Desert Pacific Healthcare Network 
	1967
	9.4%
	1,231
	5.9%
	2357
	11.2%

	23
	VA Midwest Healthcare Network
	1490
	19.2%
	1,048
	13.5%
	997
	12.8%

	TOTAL
	30,327
	10.9%
	22,524
	8.1%
	33,205
	11.9%


Note: Patients receiving biopsies or antiviral drug treatment in multiple VISNs are counted multiple times.  

a  Based on pathology results reported in VistA. 

b  The denominator is the number of Registry patients in that VISN.  See Table 5.  

c  These antiviral drugs include interferon 2A alpha, interferon 2B, interferon-Alfacon, ribavirin, and pegylated interferon—among others.  For a list of drugs currently used in antiviral treatment, see http://vista.med.va.gov/clinicalspecialties/hepc/FAQ.pdf.
these factors are less likely to vary materially.  Nevertheless, even at the VISN-level, we cannot rule out the possibility that variation in such factors—not differences in the quality of care—explain observed VISN-level differences in the percentages of Registry patients who have died and who have received liver biopsies and antiviral drug treatment.  

Based on the data now available, the percentage of Registry patients with a liver biopsy result (after January 1, 1996) ranges from 6.1 percent to 19.2 percent across VISNs (see Table 6.)  On average, these data indicate that10.9 percent of Registry patients have had a liver biopsy result since that date.  The percentage of Registry patients for whom antiviral drug treatment was prescribed (since that date) ranges from 4.9 percent to 13.5 percent across VISNs.
  On average, 8.1 percent of Registry patients have been prescribed antiviral drug treatment since that January 1, 1996.  Finally, Table 6 shows the percentage of Registry patients with known deaths since that date by VISN, including deaths from any cause, not just liver disease.  The percentage of Registry patients who have died, ranges from 9.7 percent to 13.3 percent across VISNs, and averages 11.9 percent.

D. FUTURE DIRECTIONS

PHSHG intends that national Hepatitis C Case Registry data be used in the future to identify opportunities for improvements in patient safety and the quality and efficiency of care and to study important outcomes for patients with Hepatitis C.  For example, PHSHG expects that Registry data will be used in the future to study unexpected local variation in important aspects of care for hepatitis C.

PHSHG has a two-pronged effort planned to further the use of Registry data in improving care.  One prong involves reports based in the national Registry data, and the other involves enhancing the reporting capacity of local hepatitis C registries.

1.  Reports Based on the National Registry

A meeting was convened in San Francisco in February 2004 of various VA database experts and VA end-users of Hepatitis C clinical data. The purpose of the meeting was to identify the best approaches to using the Registry to improve the quality and efficiency of VA care.  The attendees concluded that standard reports should be generated from the Hepatitis C Case Registry and other national databases with information relevant to hepatitis C care.  Two series of reports are planned: 

1. A series reporting on issues for which action on quality improvement is warranted (when the data has been validated and cleaned)

2. A series intended primarily for administration for which action on quality improvement is not clearly warranted. 

The series of action reports on quality improvement will pertain to the most well-established norms of hepatitis C management.  Thus, the data elements to be collected and the measures to be constructed and analyzed for the action reports will pertain to activities for which expected performance is well defined.  An example is the number of patients with incomplete diagnostic 

testing for hepatitis C, that is, the number with a positive antibody screening test but without a confirmatory test.  These measures might reasonably be used to assess the quality of care at the level of the local health care system, the VISN, or the national VA.

The report series for use administration (including resource planning) will pertain to activities for which norms are not well established and for which there is, therefore, no clear indication for action.  However, clinicians and administrators may be interested in reviewing Registry data and constructed measures related to these activities.  Moreover, they may take action at the local health care system or at the VISN-level if they deem appropriate.  Examples of measures to be reported in this series include numbers of patients on the Registry in VA care and the number on antiviral therapy for hepatitis C.

2.  Enhancing Local Reporting Capacity

In order to best use local registry data to manage groups of patients, clinicians and administrators need population-based reporting tools at the local health care system level.  PHSHG will work with hepatitis C experts, VA administrators, and clinicians at local VA health care systems to develop reporting tools for local use.  

� The federal fiscal year begins on October 1 and ends on September 30. 








NOTES





� Here, we use the term “health care system” as the equivalent of “station.”





� The specific codes are: 070.41, 070.44, 070.51, 070.54 and V02.62.   When the Registry software was first installed, a patient was required to have more than one occurrence of these codes from inpatient discharge and outpatient encounter diagnoses in order to be added to the registry.  This requirement was designed to minimize the inclusion of patients who may have been assigned a hepatitis C diagnosis code inappropriately.  





� Second and third generation HCV screening tests have been in use at local VA health care systems since 1996, all of which are acceptable for inclusion in the Registry.  The VA uses LOINC (Logical Observation Identifiers Names and Codes) to identify laboratory tests.  However, different local health care systems use different LOINC codes to indicate positive antibody screening tests for hepatitis C.  Local systems also use different values to indicate that a test result is positive.   It is the responsibility of the local healthcare system to enter and maintain the LOINC codes and values in the local registry software.  





� A given patient may be seen at multiple health care systems and may meet different inclusion criteria at different systems.   The percentages reported here are based on non-unique patient records at the station-level.





� For some of these patients, diagnosis codes or test results may have been added or corrected after the patient was added to the Registry manually. 





� For an interesting discussion of this issue, see Infelfinger, J R. and J M Drazen, Registry Research and Medical Privacy.  N Engl J Med 350: 14 (April 1, 2004):1452-3.





� The VA’s Allocation Resource Center (ARC) FY03 Quarter 4 Cumulative Unique Patient report (published in December 2003) showed that a total of 4,805,421 unique veterans received medical care at the VA in FY03 (184,067 / 4,805,421 = .0383).





� For both the mean and the table, age was calculated as of the mid-point of the fiscal year (April 1, 2003) or as of date of death (for patients who died before April 2003).   





�  Inpatient admissions include those related to acute medical conditions, surgical procedures, mental health, substance use, nursing home care and domiciliary care. 





� 96,537 /184,067 = 0.52.





�  In FY03, there were 567,300 VA inpatient admissions, and the VA treated a total of 4.8 million patients, for an average of 0.12 admissions per patient in VA care.  VHA Office of the Assistant Deputy under Secretary for Health, December 8, 2003. 





� Our measures of receipt of outpatient services are based on grouping VA “clinic stop” codes.  While many of these codes refer to a patient’s visit to a VA clinic, some refer to other types of encounters such as home visits and telephone consultations.   





�  In FY03, the VA provided 49.8 million outpatient encounters and treated a total of 4.8 million patients, for an average of 10.3 outpatient encounters per patient.  VHA Office of the Assistant Deputy under Secretary for Health, December 8, 2003. 





� These antiviral drugs include interferon 2A alpha, interferon 2B, interferon-Alfacon, ribavirin, and pegylated interferon—among others.  For a list of drugs currently used in antiviral treatment, see � HYPERLINK "http://vista.med.va.gov/clinicalspecialties/hepc/index.htm" ��http://vista.med.va.gov/clinicalspecialties/hepc/FAQ.pdf.�





� The National Institutes of Health, Consensus Development Conference Statement, Management of Hepatitis C is available at � HYPERLINK "http://consensus.nih.gov/cons/116/116cdc_intro.htm" ��http://consensus.nih.gov/cons/116/116cdc_intro.htm�.  The VA Treatment Recommendations, Patients with Chronic Hepatitis C are available at �HYPERLINK "http://www.hepatitis.va.gov/vahep?page=tp03-01-04-01"��http://www.hepatitis.va.gov/vahep?page=tp03-01-04-01�





� A patient is counted as having had antiviral drug treatment prescribed if he or she has at least one prescription for such drugs. 
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