


Stigma, Discrimination and Hepatitis B

Robert G Gish MD

Medical Director Hepatitis B Foundation



Disclosures

• None relevant

• See robertgish.com for all industry partnerships 



Stigma and Discrimination Defined

• Stigma and discrimination among those with HBV infection is common 

worldwide, including in the US.

• HBV-related stigma can lead to social and emotional isolation, and HBV-

related discrimination can limit employment and educational opportunities

• Discrimination is defined as the unjust, unfair, or prejudicial treatment 

of a person on the grounds of their hepatitis B status. In other words, 

being treated differently because of one’s hepatitis B infection. For someone 

with hepatitis B, this can mean exclusion, denying benefits, denied 

employment, education, training, goods or services, or having significant 

burdens imposed on an individual due to their infection status.



Stigma defined

• Perceived stigma: an individual's awareness of negative societal attitudes, fear of discrimination and 
feelings of shame.

• Internalized stigma (self stigma): an individual’s acceptance of negative beliefs, views and feelings 
towards the stigmatized group they belong to and oneself. 

• Enacted stigma: encompasses overt acts of discrimination, such as exclusion or acts of physical or 
emotional abuse; acts may be within or beyond the purview of the law and may be attributable to an 
individual’s real or perceived identity or membership to a stigmatized group.

• Layered or compounded stigma: a person holding more than one stigmatized identity (e.g., HIV 
positive sero-status, sexual orientation, ethnicity).

• Institutional or structural stigma: stigmatisation of a group of people through the implementation of 
policy and procedures.

Adapted from: 
Stangl A, Brady L, Fritz K. Measuring HIV stigma and discrimination: STRIVE Technical Brief. STRIVE, July 2012. 
Loutfy MR, Logie CH, Zhang Y, Blitz SL, Margolese SL, Tharao WE, et al. Gender and ethnicity differences in HIV-related stigma experienced by 
people living with HIV in Ontario, Canada. PLoS ONE 2012;7(12):e48168. 
Corrigan PW, Markowitz, FE, Watson AC. Structural levels of mental illness stigma and discrimination. Schizophrenia Bulletin 2004;30(3):481-491.



Complexity of Impact

Stigma and 

discrimination 

interplay with other 

physical, emotional 

and psychosocial 

factors that lead to 

reduced quality of life 

for people living with 

hepatitis B

Tu T, Block JM, Wang S, Cohen C, Douglas MW. The Lived Experience of Chronic Hepatitis B: A Broader View of Its Impacts and 
Why We Need a Cure. Viruses. 2020 May 7;12(5):515.



Stigma and Fear are Inter-connected

Driven by fear of being infected and promoted by the lack of accurate knowledge, 

leading to false perceptions about people with hepatitis B:

– MISCONCEPTION: HBV can be spread by sharing food or eating with someone

– MISCONCEPTION: HBV can be transmitted through simple physical contact

– MISCONCEPTION: HBV is only transmitted through promiscuous sex or illicit drug use

– MISCONCEPTION: HBV is caused by dirty conditions

– MISCONCEPTION: HBV is a genetic disease and means a family has weak genes

– MISCONCEPTION: HBV always leads to death

Tu T, Block JM, Wang S, Cohen C, Douglas MW. The Lived Experience of Chronic Hepatitis B: A Broader View of Its Impacts
and Why We Need a Cure. Viruses. 2020 May 7;12(5):515.



Discrimination is Widespread around HBV

• Reduced opportunities for education, employment, and residency/citizenship.

• Many countries do not provide legal protection against discrimination, and people with CHB 
can lose their jobs, be forced to leave school, or be denied childcare.

• Even if legal protections exist, poor enforcement of these laws mean stigma and 
discrimination continue.

• Many countries have immigration limitations, such that people with HBV cannot get visas or 
can be deported if they are diagnosed with HBV.

• In some countries, guest workers who are diagnosed with HBV are denied work/residence 
permits.

• This kind of government-sanctioned discrimination can be devastating and is another 
poorly-documented harm for people with CHB.

Tu T, Block JM, Wang S, Cohen C, Douglas MW. The Lived Experience of Chronic Hepatitis B: A Broader View of Its Impacts and 
Why We Need a Cure. Viruses. 2020 May 7;12(5):515.



How does stigma impact people with HBV?

• Self-stigma and shame lead to 
decreased social interaction & 
isolation.

• People face harassment from 
community, family, employers and 
health care system.

• People avoid situations, such as 
education, job, dating, and 
marriage, to avoid disclosure of 
their HBV infection.



Impact of Stigma and Discrimination

• International survey of 1,707 

people living with hepatitis B

• Many respondents lost jobs 

or professional opportunities 

due to discrimination

• Many reported being afraid 

to tell loved ones about their 

infection



Examples from Hepatitis B Foundation 

consultation line:

Stigma and discrimination associated with an HBV diagnosis 

led to significant barriers accessing employment opportunities.

• One individual described, “I am looking for online supports for her…She has a lot of 

concern about the stigma of the illness and worry that others will reject her if she 

discloses her status.”

• Another individual described that the stigma was preventing them from seeking medical care by sharing, “I 

have neither done further tests nor taken any medication. This is partly because 

of the cost of some of recommended tests and the stigma associated with it.”

Freeland C. Farrell S., Kumar P., Kamischke M., Jackson M., Bodor S., Block T., Frasso R., Cohen C.

Common Concerns, Barriers to Care, and the Lived Experience of Individuals with Hepatitis B. A Qualitative Study. 

BMC Public Health. (accepted for publication May 2021)



Examples from Hepatitis B Foundation 

consultation line:

• Individuals experienced loss of employment both within their country and when 

attempting to work abroad due their HBV diagnosis.

• One individual reached out for help, sharing, “I was diagnosed with Hep B and I was stopped from 

going abroad to work. Medication for hepatitis B is not common in Uganda.”

• Permits are denied due to their HBV status, “…unfortunately I was hepatitis B positive and I was told my 

residence permit is denied.”

• Another individual shared fear of going to the hospital because of a diagnosis with HBV, “I read in the student 

handbook given to me that foreigners can be detained if discovered to have dangerous 

communicable diseases. I'm therefore scared of visiting any of the hospitals in (name 

removed) for a checkup.”

• This discrimination was even described in the United States Military, “I am Sargent First Class in the United 

States Army…I found out I had chronic Hepatitis B…Due to recent changes on the rules 

and regulations that [cover] my illness…the possibility that I will have to be medically 

separated with no compensation.”

Freeland C. Farrell S., Kumar P., Kamischke M., Jackson M., Bodor S., Block T., Frasso R., Cohen C. 

Common Concerns, Barriers to Care, and the Lived Experience of Individuals with Hepatitis B. A Qualitative Study. 

BMC Public Health. (accepted for publication May 2021)



Examples from Hepatitis B Foundation 

Interviews

• "At homes, we have cases where people in the home have hepatitis, they're giving their 

plates of food separate from others. And they have, they are giving beds bedding materials 

as different from others, they give me spoons different from others. There are some cases 

one I knew that had a separate room for them."

• "People know that the disease is transmitted immediately, and they act like you are sick. 

And you don't want anyone to know"

• "From my experience we are fighting two battles together. One battle is inside the body that 

we are facing every day as we take antiviral medicines that effect over mental health or 

physician health and in society we face discrimination, you know disrespectful manners, we 

face stigma about the disease."

• Misconceptions about transmission: "people think if you shake someone’s hand, you will get 

hepatitis B."

• "They don't want people to know they are positive"



Examples from Hepatitis B Foundation 

Interviews

• Education based discrimination: "just last week we had a student who is a HBV infected person, I 

think she was studying as a nurse she was being forced to drop out and transfer to another 

curriculum."

• "A girl got a rejection in a medical college just because she was hepatitis B positive.

• Employment: Before you get employment, or maybe for scholarship we have to do screening, 

medical screening"

• In China or African countries for education they provide scholarship for African nations to send 

young people to universities to study in China now part of that practice is screening them for HIV, 

syphilis and all major infectious disease including hepatitis B and C. Those who are found to be 

positive, are essentially deported."

• "In shipping or going abroad, sometimes it's also a requirement [to get tested].'

• "Within Nigeria, we have people that are dropped from employment, especially some of 

the military organizations, they drop people."

• "I have seen people sacked from jobs and others who have lost their jobs."



HBV Stigma

Dam L, Cheng A, Tran P, Wong S, Hershow R, Cotler S, Cotler SJ

Canadian Journal of Gastroenterology and Hepatology, Dec 2016

Doi: 10.1155/2016/1910292

Demographic Data



HBV Stigma

Dam L, Cheng A, Tran P, Wong S, Hershow R, Cotler S, Cotler SJ

Canadian Journal of Gastroenterology and Hepatology, Dec 2016

Doi: 10.1155/2016/1910292

Knowledge: Participants were asked to indicate whether the following statements about hepatitis B are true or false



HBV Stigma

Dam L, Cheng A, Tran P, Wong S, Hershow R, Cotler S, Cotler SJ

Canadian Journal of Gastroenterology and Hepatology, Dec 2016, Doi: 10.1155/2016/1910292

Responses to Stigma Items
Respondents were asked to provide their perceptions about people who are hepatitis B carriers.



HBV Stigma

Dam L, Cheng A, Tran P, Wong S, Hershow R, Cotler S, Cotler SJ

Canadian Journal of Gastroenterology and Hepatology, Dec 2016

Doi: 10.1155/2016/1910292

Multiple factors that have an 
impact on how HBV infection is 

perceived, which can affect 
psychological well-being and 

social interactions and serve as a 
barrier to seeking testing, 

vaccination, and treatment.



Cotler SJ, Cotler S, Xie H, Luc BJ, Layden T, Wong S

Journal of Viral Hepatitis, 2012, 19, 147-152

Responses to stigma 
items and reliability 

estimates of the stigma 
domains. Respondents 
were asked to provide 

their perceptions about 
people with chronic HBV 

infection.

HBV Stigma



HBV Stigma

Cotler SJ, Cotler S, Xie H, Luc BJ, Layden T, Wong S

Journal of Viral Hepatitis, 2012, 19, 147-152

Hepatitis B Knowledge
Subjects were asked to indicate whether the following statements about HBV are true or false.



HBV Treatment Study

Malespin M, Wong S, Siqueira F, Luc B, Ravaee B, Vainder C, Cotler SJ

J Clin Gastroenterol, Vol 46, No. 8, Sept 2012

Demographic and Clinical Features of the Study Population



Malespin M, Wong S, Siqueira F, Luc B, Ravaee B, Vainder C, Cotler SJ

J Clin Gastroenterol, Vol 46, No. 8, Sept 2012

HBV Treatment Study

Outcomes of patients 
treated for hepatitis B



Malespin M, Wong S, Siqueira F, Luc B, Ravaee B, Vainder C, Cotler SJ

J Clin Gastroenterol, Vol 46, No. 8, Sept 2012

HBV Treatment Study

Medications used to 
treat hepatitis B by 

response/discontinuation 
and HBeAg status.

Arrows signify change in 
antiviral agent. ADV indicates 
adefovir; ETV, entecavir; LAM, 

lamivudine; TDV, tenofovir



There was no measurement of stigma 

in this paper (Malespin)

• Action item

• Stigma measurement should be part of any 

study that looks at barriers, PROs, 

adherence and compliance measurements 



The Nature & Impact of Stigma in Patients with 

Chronic Hep B: A Systematic Literature Review

Palmer-Smith J, Bonroy K, Sbarigia U, Pollock R, Cerri K, Valentine W

EASL ILC 2018 Poster Presentation

Introduction• Stigma defined : “typically a social process, experienced or anticipated, characterized by 

exclusion, rejection, blame or devaluation that results from experience, perception or 

reasonable anticipation of an adverse social judgement about a person or group…and the 

judgement is in some way medically unwarranted.”1

• In many countries, people living with bloodborne diseases, such as hepatitis B virus (HBV), 

frequently experience disease-related stigma. For chronic diseases such as HBV stigma 

may be a life-long problem and can influence many areas of day-to-day life. This stigma 

often emanates from multiple origins, including preconceptions that the person may be an 

intravenous drug user (IDU) or is sexually promiscuous as well as an irrational fear of 

contagion, often fuelled by a lack of knowledge of transmission routes of HBV. 



Palmer-Smith J, Bonroy K, Sbarigia U, Pollock R, Cerri K, Valentine W

EASL ILC 2018 Poster Presentation

Methods

A systematic literature review was 

performed to identify qualitative and 

quantitative studies detailing HBV-

related stigma. 

Searches were performed using the 

PubMed, EMBASE and Cochrane 

Library databases. 

*Publication type refers to articles that were excluded on the 

basis of being publised in abstract form only, as well as case 

studies, commentaries, editorials, letters and narrative reviews 

The Nature & Impact of Stigma in Patients with 

Chronic Hep B: A Systematic Literature Review



The Nature & Impact of Stigma in Patients with 

Chronic Hep B: A Systematic Literature Review

Results

Seventeen quantitative studies were identified (Table 1), the majority of 

which were conducted in Asia or in Asian immigrant communities in 

North America. Six additional studies examined HBV-related stigma 

qualitatively, primarily through in-depth patient interviews. The majority 

of quantitative studies used different custom-built surveys to assess 

stigma, often based on previously published surveys in HIV, but three 

studies used the HBV Stigma Instrument designed by Cotler et al. 

(2012), which was specifically designed to evaluate stigma in HBV. 

Stigma was consistently reported among HBV patients, who often felt 

embarrassed or ashamed due to being infected with HBV, and many 

believed that HBV patients should avoid close contact with others. 

Several studies also reported that being chronically infected with HBV 

would make a person less desirable as a spouse.

Palmer-Smith J, Bonroy K, Sbarigia U, Pollock R, Cerri K, Valentine W

EASL ILC 2018 Poster Presentation



The Nature & Impact of Stigma in Patients with 

Chronic Hep B: A Systematic Literature Review

Palmer-Smith J, Bonroy K, Sbarigia U, Pollock R, Cerri K, Valentine W

EASL ILC 2018 Poster Presentation

Results
Some of the most pronounced examples of stigma were reported in two studies (that 

used the same five questions) conducted in rural adults or rural immigrants to a major 

city in China. In these two studies 43% and 50% of respondents were unwilling to hug 

or shake hands with someone with HBV and 78% and 82% of respondents were 

unwilling to let their son/daughter marry someone with HBV (Figure 2).

Fear of contagion was frequently identified as being a key underlying cause of stigma, 

and this was frequently postulated to be related to lack of knowledge around 

transmission routes.  For example, in studies in China and Vietnam 73% and 55% of 

respondents, respectively, believed that HBV could be spread by sharing food or 

utensils.

Institutional stigma† directed towards people infected with HBV was believed to be 

more common in Asia than in North America.  Several studies in Asian populations 

reported that people believed that being infected with HBV may lead to them being 

denied healthcare or employment opportunities.

Stigma from healthcare professionals 

Two studies examined HBV-related stigma exclusively in healthcare professionals. In 

one study in dental students in Latin American countries, attitudes towards people 

infected with HBV were generally positive, but approximately 15% objected or strongly 

objected to treating patients infected with HBV.  In another study in HCPs in China, 

attitudes towards patients with HBV were found to be more favorable compared with 

patients with HIV.  For example, a significantly higher proportion of HCPs were willing 

to work with or socialize with people with HBV infection compared with people with HIV 

infection.



The Nature & Impact of Stigma in Patients with 

Chronic Hep B: A Systematic Literature Review

Palmer-Smith J, Bonroy K, Sbarigia U, Pollock R, Cerri K, Valentine W

EASL ILC 2018 Poster Presentation

Conclusions

• To date, published studies on HBV-related stigma have predominantly been conducted in Asian 

or Asian immigrant populations and data from Western Europe are lacking

• Stigma directed towards people infected with HBV is common in Asian countries and can 

negatively impact many aspects of everyday life as well as educational and employment 

opportunities. HBV-related stigma in other regions including North and South America and 

Europe is not as well characterized

• Despite the availability of a vaccine, fear of contagion is a key driver of stigma, which in some 

studies was attributed to a lack of knowledge around transmission routes

• Clinical consequences of stigma could potentially include an unwillingness to seek testing, 

which in turn could lead to a delay in treatment for those patients requiring treatment as well as 

a risk of onward transmission in patients remaining unaware of their HBV status



Sexually and blood-borne infection (STBBI)

transmitted 



Takeaways
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