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DENVER – December 2005 – Chronic liver disease affects approximately 10 percent of the United States population, an estimated 30 million people. One of the most serious illnesses among those with chronic liver disease is Hepatitis C, an inflammation of the liver caused by the Hepatitis C virus (the most common chronic, blood-borne infection in the U.S.). 
Approximately 3.9 million Americans are infected with the virus, with 35,000 to 40,000 new cases of infection reported annually. Nearly 70 percent of all infected patients develop chronic liver disease. Hepatitis C is the number one reason for liver transplants in the U.S., and it is responsible for the deaths of an estimated 10,000 Americans annually – a number that the Centers for Disease Control and Prevention (CDC) projects will double or triple as people infected years or even decades ago develop symptoms. This disease can be described as a “silent epidemic,” since most people who are infected will carry the virus for years without knowing it.
In March 2004, the CDC identified obesity as the fastest-growing killer in the U.S., second only to tobacco. Some 150 million Americans are now so overweight that obesity poses a grave risk to their health. Non-alcoholic Fatty Liver Disease (NAFLD), the accumulation of fat in liver cells, is common among people who are overweight and/or who have diabetes mellitus. Simple fatty liver has not yet been associated with any other liver abnormalities, such as scarring or inflammation. However, as the incidence of overweight and diabetes continue to increase, NAFLD may emerge as a health problem.

Nonalcoholic steatohepatitis (NASH) is actual liver inflammation associated with the accumulation of fat in the liver. It differs from NAFLD in that the inflammation does cause definite damage to the liver cells. Some studies have shown that 20 percent to 40 percent of people who are seriously overweight will develop NASH. Many patients with NASH are unaware of the problem because they do not exhibit any symptoms. 
Treatment for Hepatitis C is complicated and costly, and patients with the infection are difficult and costly to manage. NAFLD and NASH are insidious. Millions of people already have these conditions but not know it.  
Liver disease researchers at academic medical centers and scientists at pharmaceutical companies are constantly refining therapies and developing new ones. Managers of population health – including public health officials and state Medicaid directors – are taking on the challenge of liver disease. For Hepatitis C, they must identify and register target populations, introduce evidence-based best practices and track outcomes. They must launch community education and prevention for NAFLD and NASH.
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The Liver Research Institute (LRI), www.liver.us, is a leading independent provider of domain knowledge, project management expertise and data management technology to improve care and outcomes for people with liver disease. LRI develops and manages medical information about diseases of the liver and provides the tools and methodology to reach those caring for patients. LRI partners with population health managers to design, implement and manage projects and programs that advance the efficiency and effectiveness of diagnosis and treatment and thereby improve outcomes and reduce the costs of for people with liver disease.  
The benefits? Initiatives tailored to each client’s unique challenges, projects that achieve enduring and scaleable results: measured and benchmarked improvements in patient care and outcomes – and lower costs.  
LRI: Experts

The leaders who guide the development and implementation of LRI’s programs and client projects include:
Stephen E. Steinberg, M.D., medical director – Dr. Steinberg is a practicing physician. He is board certified in internal medicine, gastroenterology, hematology and oncology, and is professor of medicine at the University of Miami Medical School. He has 25 years of experience in the area of medical information technology. He was the physician project manager for the enterprise-wide implementation of the electronic medical record at the University of Colorado and has served on 3M Healthcare’s Physician Advisory Board.

David E. Bernstein, M.D., chairman, LRI scientific advisory board – Dr. Bernstein is an internationally known hepatologist, the chief of gastroenterology and hepatology at North Shore University Hospital, and associate professor of medicine at New York University Medical School. He is a leading clinician, educator, researcher and policy maker in the area of diseases of the liver, and Hepatitis C in particular.

Kevin Kearney, president – Mr. Kearney has more than 20 years of experience in the field of data acquisition and health outcomes analysis. Among the clients who continue to benefit from his expertise are Kaiser Permanente, the Healthcare System of the United States Army (including Walter Reed Medical Center), and INOVA Healthcare System. He pioneered real-time, patient-reported health data collection and analysis through the invention and development of the Point-of-View Survey System, and he designed and developed CareManager™, a system for protocol-based disease management and remote consulting.
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Unique Resource: The Liver Disease Registry 

LRI is committed to improving the understanding of the natural history of liver diseases and the evaluation of outcomes in order to assess treatment options and advance evidence-based best practices. Much remains to be learned about the natural history of liver diseases, which continue to be the subject of intense research.
The effects of other acute and chronic medical conditions on different liver diseases also require more study. And it is essential to assess the effects of short- and long-term therapies in individuals with chronic liver diseases.
In 2002, the National Institutes of Health identified the need for a large national database on Hepatitis C for purposes of research and outcomes evaluation. LRI determined that it would more efficient and beneficial to collect information and build a database on all forms of liver disease in order to better understand its multiple facets. In 2004, LRI established the Liver Disease Registry, the largest national database on liver diseases, in partnership with a core group of academic physicians who hold leadership positions at five preeminent liver disease research centers (University of Pennsylvania School of Medicine and Health System, University of North Carolina School of Medicine-Chapel Hill, New England Medical Center-Tufts Medical School, Georgetown University Hospital and Medical School and the Virginia Commonwealth University Health System-Medical College of Virginia).
All sites contributing data to the Liver Disease Registry must have the prior approval of their Institutional Review Boards. All patient data are managed in accordance with HIPPA privacy regulations. Each patient is assigned a specific identifier number. The identity of the individual is only known to the individual site where the data is entered. 
[image: image1.png]L1ver Research




In 2005, the Liver Disease Registry reached a total of 44,655 records. The records include: individual identifier codes, patient age and sex, demographic information (race and ethnicity), primary and secondary co-morbid diagnoses, liver function test results, liver biopsy data, prior treatment history, current therapies and medications, and outcomes. 

Liver Disease Registry Data
- more -
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“The Liver Disease Registry affords us the opportunity to participate in essential data collection along with several other prominent centers for liver disease research and patient care,” said Rajender Reddy, M.D., director of hepatology and medical director of liver transplantation, Hospital of the University of Pennsylvania. “We are using the data for important research, and our participation in the registry strongly positions our group for new clinical trials.”
In 2006, the second phase of the operation of the Liver Disease Registry will begin. Up to 20 additional academic sites will be added, and LRI also plans to involve community physicians who treat liver disease.

“The Liver Disease Registry is an invaluable resource for clinical trials and basic research, including evaluating the feasibility of new studies and identifying potential study subjects,” said Stephen E. Steinberg, M.D., medical director, Liver Research Institute. “As a resource for government agencies and large health care provider organizations, the registry provides indispensable data for analysis to bridge the gap between the identification of health problems in population-based data and the actual implementation of best practices.” 

Additional Information

Additional information on the Liver Research Institute (LRI) and the Liver Disease Registry is available at www.liver.us, via e-mail at info@liver.us, or by calling 1.800.760.7505.

- end -  

MEDIA CONTACTS:

Sarah Sheehy




David Aquilina
Director of Client Services, LRI

Strategic Storyteller
1.800.760.7505



612.922.5551
sheehy@liver.us



davidaquilina@msn.com
� EMBED MSGraph.Chart.8 \s ���








[image: image2.emf]18545

4486

2652

18972

Hep C

Hep B

NASH

Other

_1196599498

