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HCV: a problem of utmost urgency

• Since 2010, annual incidence of acute HCV infection has tripled from 17,000 to 
50,000 cases
• Rate is highest in persons aged 20-39 years
• Rate in Indigenous Peoples is 2.8 times that Whites

• In 2018, 37 states newly reported 137,713  cases of chronic HCV

• The increase is being fueled by the opioid epidemic, complicating efforts to 
detect and treat HCV in a highly-stigmatized population

• The problem is not going away and is getting worse due to the pandemic

https://www.ncbi.nlm.nih.gov/pmc/articles/PMC7049678/; 
https://www.cdc.gov/hepatitis/statistics/2018surveillance/pdfs/2018HepSurveillanceRpt.pdf; 
https://www.cdc.gov/hepatitis/statistics/2018surveillance/HepC.htm#Figure3.1

https://www.ncbi.nlm.nih.gov/pmc/articles/PMC7049678/
https://www.cdc.gov/hepatitis/statistics/2018surveillance/pdfs/2018HepSurveillanceRpt.pdf
https://www.cdc.gov/hepatitis/statistics/2018surveillance/HepC.htm#Figure3.1


Prevalence of Chronic Hepatitis C by race in 
the United States

African American 2.29%
White 1.00%
Hispanic 0.82% (rates vary by subgroup)
Indigenous peoples 1.49% to 6.31% (some estimates even higher)
Other 0.73%

Bradley H, Hall EW, Rosenthal EM et al. Hepatitis C Virus Prevalence in 50 U.S. States and D.C. by Sex, Birth Cohort, and Race: 2013‐2016. Hepatol 
Commun. 2020 Mar; 4(3): 355-370; https://www.ncbi.nlm.nih.gov/pmc/articles/PMC7049678/; 
https://www.cdc.gov/hepatitis/statistics/2018surveillance/pdfs/2018HepSurveillanceRpt.pdf; Bruce V et al: Hepatitis C Virus Infection in 
Indigenous Populations in the United States and Canada, Epidemiol Rev. 2019; 41(1): 158–167, doi: 10.1093/epirev/mxz015

https://www.ncbi.nlm.nih.gov/pmc/articles/PMC7049678/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC7049678/
https://www.cdc.gov/hepatitis/statistics/2018surveillance/pdfs/2018HepSurveillanceRpt.pdf
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC7305812/
https://dx.doi.org/10.1093/epirev/mxz015


Hepatitis C deaths are common

• Pre-pandemic, Hepatitis C was the most common cause of 

death from an infectious disease in the U.S.

Year Deaths Change from 2013

2013              19,319                            -

2014              19,613 +1.5%

2015 19,566 +1.3%

2016             18,093                        -6.3%

2017              17,253                        -10.7%

2018              15,713                       -18.7%

Total deaths 2014-2018:  90,238
Table 3.6. Number and rate* of deaths with hepatitis C listed as a cause of death† among U.S. residents, by jurisdiction and year — United States, 2014–2018 
https://www.cdc.gov/hepatitis/statistics/2018surveillance/pdfs/2018HepSurveillanceRpt.pdf

https://www.cdc.gov/hepatitis/statistics/2018surveillance/pdfs/2018HepSurveillanceRpt.pdf


Hepatitis C deaths/106 by race/ethnicity and 
year

Year White Black Hispanic       API AI/AN
2013 4.41 8.83 7.03              2.95 10.79
2014 4.42 8.12 6.90              2.43 10.05
2015 4.35 8.13 6.48 2.32 11.45
2016 3.95 7.42 5.76 2.03 9.80
2017 3.70 7.03 5.29 1.86 10.24
2018 3.35 6.31 4.64              1.43 9.05
Change  -24.1% -24.3%          -34.0% -51.5% -16.1%

Excess deaths relative to Whites 2014-2018:
6382 3439 -- 720

Table 3.7. Number and rate* of deaths with hepatitis C listed as a cause of death† among U.S. residents, by demographic characteristics, region, and 
year — United States, 2014–2018, https://www.cdc.gov/hepatitis/statistics/2018surveillance/pdfs/2018HepSurveillanceRpt.pdf

https://www.cdc.gov/hepatitis/statistics/2018surveillance/pdfs/2018HepSurveillanceRpt.pdf


Why are so many people still dying of HCV?

•How can we figure out what is responsible? 

• Is it entirely related to the patient’s disease?

•Or is it also related to system, patient and provider 
factors affecting receipt of care?



Conceptual model of factors potentially affecting HCV 
diagnosis and treatment



Variation in treatment with direct-acting 
antivirals by race/ethnicity, sex and SES

• Less DAA treatment (Medicare beneficiaries 2014-2016) for: 
• Hispanics 

• Women 

• Lowest income tertile

• Below median for education

• African Americans: less Rx in 2014, but gap closed by 2016

• Jung J, Du P, Feldman R, Kong L, Riley III,T. Racial/ethnic and socioeconomic disparities in use of direct-acting antivirals among Medicare 
beneficiaries with chronic hepatitis C, 2014-2016. J Managed Care and Specialty Pharmacy 2019;23(11):1236-1242.



System and provider factors that may contribute to 
persistent disparities in deaths from hepatitis C

• Disparities in liver transplant access
• Blacks are less likely to be listed or transplanted

• Disparities in care for hepatocellular carcinoma
• Blacks have fewer therapeutic procedures and higher mortality in hospital

• Differential care for persons with active opioid use disorder, 
Medicaid beneficiaries and the uninsured

• High cost of DAAs; insurance variability in prior authorization

• Rosenblatt R et al: Black Patients Have Unequal Access to Listing for Liver Transplantation in the United States. Hepatology 2021 Mar 
29. doi: 10.1002/hep.31837. Online ahead of print, https://pubmed.ncbi.nlm.nih.gov/33779992/

• Kangas-Dick A et al: Disparities in utilization of services for racial and ethnic minorities with hepatocellular carcinoma associated with hepatitis C. 
Surgery 2020 Jul;168(1):49-55. doi: 10.1016/j.surg.2020.03.017, https://pubmed.ncbi.nlm.nih.gov/32414566/

https://pubmed.ncbi.nlm.nih.gov/33779992/
https://pubmed.ncbi.nlm.nih.gov/32414566/


Can we study problems that impede HCV eradication and 
that perpetuate disparities in sufficient detail to be able 
to design, test, and implement interventions to address 

them?

• Yes, but that would require collection of unbiased and detailed 
national data from patients, clinicians, and medical records.

• An example of such a study was the HIV Cost and Services Utilization 
Study (HCSUS) in the late 1990s.
• Funded with $24 million from HHS and substantial support from the Robert 

Wood Johnson Foundation and health care corporations



HCSUS studied a national probability sample of adults in the US
who were in care for HIV/AIDS

11

Stage 1:

Random 

areas

Stage 3:

Random 

patients

Stage 2:

Random 

providers

Frankel MR et al: National probability samples in studies of low-prevalence diseases. Part II: Designing and implementing the HIV cost and services utilization study sample,
Heath Serv Res 1999 Dec;34(5 Pt 1):969-92, https://pubmed.ncbi.nlm.nih.gov/10591268/



Research Task Groups 

Knowledge and 
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Kanouse, RAND
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Burnam, RAND
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Methods

Morton, RAND Oral Health

Marcus, UCLA
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Shapiro MF et al: Variations in the care of HIV-infected adults in the United States. JAMA 1999 Jun 23-30;281(24):2305-15. doi: 10.1001/jama.281.24.2305
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Shapiro MF et al: Variations in the care of HIV-infected adults in the United States. JAMA 1999 Jun 23-30;281(24):2305-15. doi: 10.1001/jama.281
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Other findings relevant to disparities and HCV:
• 12% went without care because they needed money for food, 

clothing, or housing

• Many postponed care because they lacked transport (15%) or 
couldn’t get off work (9%)

• Those with case managers were more likely to receive HAART

• Blacks and Hispanics: less likely to be enrolled in clinical trials

• Black patients waited 50% longer than whites for HAART if they saw 
white physicians, but not if they saw black physicians

• Generalists who considered themselves to be “experts” in HIV 
provided care comparable to specialists

Cunningham WE et al: The impact of competing subsistence needs and barriers on access to medical care for persons with human immunodeficiency virus receiving care in the 
United States, Med Care. 1999 Dec;37(12):1270-81. doi: 10.1097/00005650-199912000-00010.PMID: 10599608; Katz MH et al: Effect of case management on unmet needs and 
utilization of medical care and medications among HIV-infected persons, Ann Intern Med 2001 Oct 16;135(8 Pt 1):557-65.doi: 10.7326/0003-4819-135-8_part_1-200110160-
00006.; King WD et al: Does racial concordance between HIV-positive patients and their physicians affect the time to receipt of protease inhibitors? J Gen Intern Med 2004 
Nov;19(11):1146-53.doi: 10.1111/j.1525-1497.2004.30443.x; Gifford AL et al: Participation in research and access to experimental treatments by HIV-infected patients, N Engl J 
Med 2002 May 2;346(18):1373-82.doi: 10.1056/NEJMsa011565;Landon BE et al: Physician specialization and antiviral therapy for HIV, J Gen Intern Med. 2003 Apr;18(4):233-41. 
doi: 10.1046/j.1525-1497.2003.20705.x.PMID: 12709089 16



Our project
• Clinician investigators and social scientists at several institutions in NY 

and AL*

• Analyze Medicare and Medicaid data to assess diffusion of DAA 
treatments for HCV by:
• Race and ethnicity
• Neighborhood characteristics (social determinants of health)

• Interview and survey patients at diverse sites in NY state and AL

• Interview and survey generalist and specialist providers throughout 
NY state and in AL, GA and MS to identify:
• Patient  barriers to care
• Provider factors affecting receipt of care

*1R01 DK123205: WCMC (M Shapiro, Y Bao, M Shen, S Kapadia, C Gonzalez), Cornell (E Wethington, J Niederdeppe, M 
Wells), UAB (R Franco, B Sen), University at Buffalo (A Talal), Hebrew Home at Riverdale (J Teresi, M Ramirez)



Adapting our study to the evolving situation of 
HCV

• Original design: DAA diffusion only among baby boomers

• By the time we were funded, testing and treatment guidelines had 
changed

• We understood it is essential to gain insight into what is happening to 
younger patients and active opioid users

• Expanded our planned Medicaid analysis from 2 states to 50 plus DC

• Expanded our targeted primary data collection to include opioid 
treatment programs



Some patient-related factors that may 
interfere with receipt of care for HCV

• Stigma related to HCV, HIV, and/or opioid use

• Perceived discrimination

• Trust in medical providers
• Beliefs about HCV and its treatment

• Access and barriers to care (insurance denials, distance to care, 
availability of specialists, language)

• Competing needs and life chaos

• Insurance type, copays, deductibles
• Mental health, substance use disorder
https://pubmed.ncbi.nlm.nih.gov/33621804/; https://pubmed.ncbi.nlm.nih.gov/29341568/; 
https://harmreductionjournal.biomedcentral.com/articles/10.1186/s12954-020-00399-
8;https://www.tandfonline.com/doi/full/10.1080/08870446.2015.1012195; 
https://pubmed.ncbi.nlm.nih.gov/33902968/; https://pubmed.ncbi.nlm.nih.gov/33160152/; 
https://pubmed.ncbi.nlm.nih.gov/29927900/

https://pubmed.ncbi.nlm.nih.gov/33621804/
https://pubmed.ncbi.nlm.nih.gov/29341568/
https://harmreductionjournal.biomedcentral.com/articles/10.1186/s12954-020-00399-8
https://www.tandfonline.com/doi/full/10.1080/08870446.2015.1012195
https://pubmed.ncbi.nlm.nih.gov/33902968/
https://pubmed.ncbi.nlm.nih.gov/33160152/
https://pubmed.ncbi.nlm.nih.gov/29927900/


Some provider and system-related factors that 
may affect receipt of HCV care

• Do they accept patient’s insurance (Medicaid)?

• Attitudes to persons with HCV, HIV, opioid use disorder

• HCV knowledge and experience 

• Confidence in ability to initiate DAAs and monitor treatment response

• Specialty access

• Specialists’ opportunity cost of nonprocedural care



What we expect to learn

• Information about use of HCV care by patients with 
FFS Medicare and Medicaid throughout the US

• Insights about provider experiences in a few states 
and of patients at selected sites as to why some are 
not receiving the care that they need

•However, the study will not provide nationally 
representative data on why disparities persist



Zero tolerance: lessons from abroad

• A decade ago, Brian Brink, the CMO of Anglo American 
Corporation in South Africa set an aspirational goal for control of 
HIV: 

• Zero tolerance for new HIV infections, opportunistic 
infections, and deaths from HIV 

• Can’t the United States do at least as much for HCV?

• To accomplish this, we need more than abstract targets 

• We need the resources to collect data that will allow those 
targets to be pursued on the basis of ample evidence



What else do we need to learn?

For HCV, we urgently need comprehensive national data on:

• Patterns of testing and treatment for HCV,  ESLD, cirrhosis, and 
hepatocellular carcinoma, and patterns of use of liver transplantation 

• Patient, provider, system, and societal factors contributing to these 
patterns of care

• We also need intervention trials to optimize care and outcomes and 
implementation studies to assure findings are applied widely

• A key goal of government research programs is to assure that 
knowledge is applied to enhancement of human health

• Governments have to play a central role in planning and financing such 
studies 
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