SUMMARY REPORT
of the
End Stage Renal Disease (ESRD) Networks’
Annual Reports

2003

%gd Stage Renal Disease Networks
\
Ay T ‘

Prepared by: The Forum of ESRD Networks
November 2004






SUMMARY REPORT
of the
End Stage Renal Disease (ESRD) Networks’

Annual Reports

2003




Table of Contents

PAGE
EXECULIVE SUMIMEIY ....eeiiiie ittt sttt s te et e e et ese e be s s e seesteemeesaeateeneeseeaneenteaneeneennens i
LYoo 001 AT o TSP RTTRTT 1
ESRD Population and CharaCteriStiCS........cciiiiieiiiieie st 1
N 0] QI TS ] o] o SR 6
CMS National Goals and NetwWOrk ACHIVITIES .........ccvieieieieinisiie e 9
Goal One: Improve The Quality Of Health Care Services and Quality of Life For ESRD 10

Beneficiaries. Evaluate and Resolve Patient GrieVanCesS ........cccvvveeveeeeeiveeeiieeeeneens

Goal Two:  Improve Data Reliability, Validity, and Reporting Among ESRD Providers/ 43
Facilities, Networks, and CMS (or Other Appropriate Agency)......ccccevvvevervenenn,

Goal Three:  Establish and Improve Partnerships And Cooperative Activities. These 46
Activities May Include ESRD Networks, Quality Improvement Organizations
(QIOs), State Survey Agencies, ESRD Providers/Facilities, Medicare + Choice
(M+C) Organizations, ESRD Facility Owners, Professional Groups, and Patient
L@ o= T4 U1 o] 3SR

Goal Four:  Support The Marketing, Deployment, and Maintenance of CMS Approved 59
Software (i.e. CROWN - Consolidated Renal Operations in a Web-Enabled

N =] 0] SR

SanCtion RECOMMENUALIONS ..........iiviiiiieieieiee sttt ettt st sbenne e 60
Recommendations for Additional FaCilitieS..........c.cocviieiiiiiie e 60
FOr MOre INFOIMALION ......viiieie ettt esbe st e e e steeneeseeese e eesneeneeneenneans 61
Appendices

A. 2003 ESRD Incident and Prevalent Patients by Network ...........cccccooovieieienceieeie e, 64
B. 2003 ESRD Incident Patients by Age and NetWOrK..........cccoeiiiiiiiiiniiecccee e 65
C. 2003 ESRD Dialysis Prevalent Patients by Age and NetWOrk...........cccoovevvevieneieeveieie e 66
D. 2003 ESRD Incident Patients by Race and NetwWOrK............ccccevviieieiiciiciccecce e 67
E. 2003 ESRD Dialysis Prevalent Patients by Race and Network ............ccocooeveieiiiiinincninens 68
F.  List of Primary Causes of End Stage Renal DISEaSE ...........ccccvrerirerierieiieicieesese e 69
G. 2003 ESRD Incident Patients by Primary Diagnosis and Network...........cccccceeevvvivveieneeriesnnnne 70
H. 2003 ESRD Dialysis Prevalent Patients by Primary Diagnosis and Network..............c.cc.cccueu.e.. 71
I. 2003 ESRD Incident Patients by Gender and NetWOrK............ccccuvviirinerineiesiee e 72
J. 2003 ESRD Dialysis Prevalent Patients by Gender and NetWork............cccccevvvivevieiiiiesneieninns 73
K. 2003 ESRD In-Center Dialysis Patients by Modality and Network............c.cccoevevviiiieincinnnene 74
L. 2003 ESRD Home Dialysis Patients by Modality and Network .............ccooeovviniieneneneicinennns 75
M. 2002 and 2003 Dialysis Modality: In-Center Patients............cccocvevviiereieeie v 76
N. 2002 and 2003 Dialysis Modality: Self-Care Setting - HOME .........cccocviveviiieiecece e 77



o

2003 Renal Transplant Recipients by Donor Source and Network...........ccoccevovveereiivenenneee e, 78
Vocational Rehabilitation Dialysis Patients Aged 18-54 YEars.........cccccvvveveveieeresieeseseeienes 79

New Professional Education Materials and Workshops Conducted in 2003 by Category by 80
N2 Y TSR

New Publications and Presentations in 2003............ooiiiriiiieneieee e 91
New Patient Education Workshops and Materials Distributed in 2003 by Category by

INBEWOIK ..o 98
[ 00 Ao 1] 11, 12 PSS 105

Renal Organization Webh AGArESSES ........cvciiiiiiiiiieseese e 106



Table

© 00 N o O B~ W DN

=
o

11
12
13
14
15
16
17
18
19
20
21

Graph

List of Tables

Title
ESRD Incident Patient Rates per Million Population by Network.......................

ESRD Providers by Type of Service and Network..........ccccoevevveevesiecce s,
Network Staff by Function and FTE...........ccooiiiiiie e
Data Collected by Networks as Required by Contract ...........ccccevveveveviiniiennenne
CPIM PrOJECt CYCIES ... .icuviiiciie sttt
Percent of Adult Hemodialysis Patients HGB > 11 (HCT > 30) .......ccccceevevennenn.
Percent of Adult Hemodialysis Patients with URR 2 65.........ccccooveiiiiiicinnennn.
Percent of Adult Prevalent Patients Dialyzing By A-V Fistula.............cc.ccv.....
Percent of Adult Patients Dialyzing By Catheter > 90 Days ..........ccccccvvvevevenenn.

Percent of Prevalent Adult Hemodialysis Patients with Adequate and Optimal
SErUM AIDUMIN ...t snee e

Percent of Peritoneal Cohort with Average HGB> 11.........ccccccoocviiveieviiicienen,
Clinical Parameters for All (n=663) Pediatric Patients (Age < 18) .......c..cceuenue.n.
Clinical Parameters for Pediatric Patients (Age = 12 < 18).....cccccvvvevvvvevernnnnenn,
2003 Vascular Access Quality Improvement Projects ........cccoceeoevveeeieieeninnnnen,
National Vascular Access Improvement Initiative - FistulaFirst..........................
Additional CMS-Approved QIPs by Area of Care.........cccccvvvviveveiieieve e
Summary of Other Network Quality Activities Conducted in 2003.....................
Formal GrievanCes PrOCESSEU ..........ciieiiriiiesieeie et
Data FOrMS PrOCESSEA.......cuviiiiiiiiiiieiieite ettt
Network Collaborative Activities in 2003 By Network..........cccccccvvvevivcievnennnnn,
NEtWOrk Weh AdAresSesS........cve it

List of Graphs
Title
2003 ESRD Incident Patients DY Age ..o
2003 ESRD Incident Dialysis Patients by Primary Diagnosis............ccccccevevvennenn.
2003 ESRD Prevalent Dialysis Patients by Primary Diagnosis...........c.ccccveevenenn.



EXECUTIVE SUMMARY

The Medicare End Stage Renal Disease (ESRD) Program, a national health insurance program for people
with end stage renal disease, was established in 1972 with the passage of Section 2991 of Public Law 92-
603. The formation of ESRD Network Organizations was authorized in 1978 by Public Law 95-292
which amended Title XVIII of the Social Security Act by adding section 1881. Thirty-two ESRD
Network areas were initially established. H.R. 8423 was designed to encourage self-care dialysis and
kidney transplantation and clarify reimbursement procedures in order to achieve more effective control of
the costs of the renal disease program. In 1986, the Omnibus Budget Reconciliation Act of 1986 (P.L.
99-509) amended section 1881c of the Social Security Act to establish at least 17 ESRD Network areas
and to revise the Network Organizations’ responsibilities.

On July 1, 1988, the Centers for Medicare & Medicaid Services (CMS) awarded contracts to 18
geographically designated Network Organizations to administer the ESRD program. In 1989 CMS
developed a Statement of Work (SOW) for 1-year extensions of existing contracts to provide for
operation of the Networks as specified by 8§1881(c) of the Act. Also, in 1989 §1881(c) of the Act was
amended by Public Law 100-239 to provide Networks both confidentiality in the medical review process
and a limitation on liability. In 1990 CMS completed 2-year Network contracts, with a one-year renewal
period. In July of 1991, 1994, 1997, 2000, and 2003 CMS entered into 1-year contracts with 2-option
years with the ESRD Networks.

Today, the eighteen (18) ESRD Network Organizations under contract to CMS serve as liaisons between
the federal government and the providers of ESRD services. (A list of the 18 ESRD Network
organizations is provided on the inside front cover) The Network organizations are defined
geographically by the number and concentration of ESRD beneficiaries in each area. Some Networks
represent one state; others represent multiple states. The ESRD Network organizations' responsibilities
include: the quality oversight of the care ESRD patients receive, the collection of data to administer the
national Medicare ESRD program, and the provision of technical assistance to ESRD providers and
patients in areas related to ESRD.

All ESRD Networks are members of the Forum of ESRD Networks (The Forum), which is a not-for-
profit organization that advocates on behalf of its membership and coordinates projects and activities of
mutual interest to ESRD Networks. The Forum facilitates the flow of information and advances a
national quality agenda with CMS and other renal organizations. This Report, which summarizes the
Annual Reports submitted by these 18 Network organizations for calendar year 2003, is prepared in the
Forum Office under CMS contract 500-02-NW18CH.

The ESRD Statement of Work outlines four goals to provide direction to the national ESRD Network
program. These goals outline the basic functions of the ESRD Networks and are used to direct the
Networks’ daily activities. Each Network customizes its activities to meet and exceed CMS’
expectations.

GOAL ONE: IMPROVE THE QUALITY OF HEALTH CARE SERVICES AND QUALITY
OF LIFE FOR ESRD BENEFICIARIES. EVALUATE AND RESOLVE
PATIENT GRIEVANCES

The Networks serve as liaisons between CMS and ESRD providers, and also between providers and the
ESRD patients under their care. CMS, providers, and patients all have a vested interest in achieving
optimal treatment, and the Networks serve as a vital link in the quality chain. Network organizations
accomplish their quality mission by:

1. Collecting and validating patient-specific data

2. Distributing data feedback reports for facilities to use in improving care

3. Conducting quality improvement activities focused on specific areas of care
4. Providing professional educational materials and workshops for facility staff






patients file a formal grievance at the Network level, indicating that the Networks effectively respond to
complaints before they become formal grievances.

During 2003, Networks studied the issue of “challenging patients” defined by a number of Networks as
cases in which a patient for a variety of reasons acts out in a violent manner or is verbally abusive or
threatening. This is not a new issue for the Networks but it is a growing problem that requires attention.
Many Networks continue to provide workshops and written material focusing on this issue and spend a
great deal of staff time providing consultation to facilities and assistance to patients in an effort to deal
with this issue. At the 2003 CMS/Forum of ESRD Networks’ Annual Meeting, a general session entitled
“Challenging Patience” was devoted to this topic. In addition, CMS funded the Network 17 project “The
Challenging Patient: A Broader Examination of the Problem” to bring community representatives
together to address three objectives: to develop a set of behavioral definitions for the dialysis community
that would objectively describe negative behaviors, to develop a model facility safety program, and to
propose a fair and equitable zero tolerance policy that would avoid inappropriate patient discharges.

The Forum of ESRD Networks and ESRD Network #12 conducted a national Consensus Conference
entitled “Dialysis Patient-Provider Conflict” (DPPC) in October 2003. Renal community stakeholders
came together in facilitated sessions to develop a collaborative action plan. Subsequently, CMS awarded a
contract (in January 2004) to implement identified action items including a shared Taxonomy and
Glossary, Toolbox, and definition of Ethical, Legal, and Regulatory issues.

GOAL TWO: IMPROVE DATA RELIABILITY, VALIDITY, AND REPORTING AMONG
ESRD PROVIDERS/FACILITIES, NETWORKS, AND CMS (OR OTHER
APPROPRIATE AGENCY)

To accomplish the second goal, Networks utilize both internal and external databases to track various data
elements. Data reporting is an essential function of the Networks. Accurate data collection has a two-
fold purpose:

1. Aids the Networks by providing a look at issues facing the regional ESRD population and a system to
measure facility accuracy and timeliness

2. Provides the national ESRD data system with accurate data to support quality improvement
initiatives, CMS policy decisions, and the USRDS research activities

The need to standardize each ESRD Network’s data system was recognized by both CMS and the
Networks. The Southeastern Kidney Council (Network 6) was awarded a contract in 1997 to design,
develop, and install the Standard Information Management System (SIMS). SIMS provides
communication and data exchange links among the Networks, CMS, and other segments of the renal
community to support quality improvement activities that relate to the treatment of ESRD. SIMS allows
each Network to support and maintain its own database to store patient-specific information and
information on ESRD-related events. On a broad level, these databases maintain demographic data as
well as track patient transactions such as changes in modality, facility, transplant status, and/or death. In
this manner, Networks are able to maintain accurate counts of patients within their area. The information
tracked within Network databases is collected from the ESRD provider through the Medical Evidence
Report Form (CMS 2728), the Death Notification Form (CMS 2746), patient event tracking forms, and
facility rosters. In 2003, the Networks processed 108,986 CMS Form 2728s and 73,311 CMS Form
2746s for a total of 182,297 data forms processed.

Network 6 currently holds the contract for eSSOURCE, formerly known as the SIMS team. This team is
responsible for software development related to ESRD Network data collection efforts. The three main
projects for which eSOURCE is responsible are: SIMS, the Vital Information Management System to
Improve Outcomes in Nephrology (VISION - the national, facility-based information system), and the
Core Data Set (CDS). In 2003, eSOURCE began to collect vascular access data for the FistulaFirst
project electronically from the large dialysis organizations (LDOs). CMS is working with eSOURCE and
the LDOs to expand the data collected electronically.



GOAL THREE: ESTABLISH AND IMPROVE PARTNERSHIPS AND COOPERATIVE
ACTIVITIES. THESE ACTIVITIES MAY INCLUDE ESRD NETWORKS,
QUALITY IMPROVEMENT ORGANIZATIONS (QIOs), STATE SURVEY
AGENCIES (SSAs), ESRD PROVIDERS/ FACILITIES,
MEDICARE+CHOICE (M+C) ORGANIZATIONS, ESRD FACILITY
OWNERS, PROFESSIONAL GROUPS, AND PATIENT ORGANIZATIONS

Networks are actively involved with both quality-related and renal-related organizations to facilitate
cooperation and joint ventures. Each Network creates unique partnerships with organizations to help
provide better care for the ESRD patient population; these organizations include renal groups,
professional organizations, dialysis corporations, and pharmaceutical companies. The 2003 Annual
Meeting for CMS and the ESRD Networks drew representatives from CMS, Networks (data, quality,
patient services, and executive staff), as well as many Network Medical Review Board Chairs to discuss
issues impacting the ESRD Networks. Other activities in 2003 included the interactive partnerships with
renal community members such as NKF, AAKP, RPA, MEI, Kidney Care Partners, RPA, and large
dialysis organizations; the updating of the New Patient Orientation Packet materials for Year Four of the
project; and the Dialysis Patient-Provider Conflict (DPPC) Consensus Conference in October 2003.

GOAL FOUR: SUPPORT THE MARKETING, DEPLOYMENT, AND MAINTENANCE OF
CMS APPROVED SOFTWARE (i.e. CROWN - CONSOLIDATED RENAL
OPERATIONS IN A WEB-ENABLED NETWORK)

ESRD Networks are required to perform the data/information management and reporting activities listed
in the Statement of Work using the Standard Information Management System (SIMS) developed to
fulfill data processing, information management, and reporting contractual requirements to CMS.

CMS has sponsored development of several ESRD data systems with companion functions. In 2002, they
consolidated these into the Consolidated Renal Operations in a Web Enabled Network (CROWN) system.
The purpose of the CROWN system is to enable the entry/import, validation, analysis, and reporting of
ESRD data. CROWN will facilitate the collection and maintenance of information about the Medicare
ESRD program, its beneficiaries, and the services provided to them. Maintenance of this information by
CMS is mandated by legislation and regulation. (See Public Law 95-292, Section (c)(1)(A); 42 CFR
(Code of Federal Regulations], Chapter IV, Part 476; and Public Law 92-603, Section 2991.). The key
components of the system, which are under the guidance of CMS, are SIMS, VISION (Vital Information
System to Improve Outcomes in Nephrology), REMIS (Renal Management and Information System), and
Quality Net exchange. ESRD Networks are responsible for marketing VISION to eligible facilities,
training and supporting users, and importing VISION data into SIMS. REMIS, SIMS, and VISION form
the foundation for the CROWN system. The function of each of these is described in this Report.

CMS expects to modernize the collection and retrieval of ESRD data in a secure, Web-enabled
environment. The new capabilities will allow dialysis facilities to enter information electronically and
transmit it to the appropriate ESRD Network; CMS also will be able to send feedback to the Networks
and the facilities through the new environment.

In addition to meeting the above goals, ESRD Networks propose sanction recommendations for facilities
and recommendations for additional facilities. During 2003, no sanction recommendations were made to
CMS. Several recommendations were made for additional facilities. Additional recommendations
addressed issues such as involuntary patient discharge, billing codes for short-term dialysis patients, and
outpatient facilities for patients with special needs. These recommendations are described in further
detail in this Report.

This Report summarizes highlights of the ESRD Networks’ 2003 activities. Internet addresses are
provided for additional information about the ESRD Networks and the ESRD program. All Network web
sites can be accessed through the home page of the Forum Office, www.esrdnetworks.org.








































































































































































































































































































































