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"One battle is inside the body that we are facing 
every day that affects mental health or physical 
health, and in society, we face discrimination, and 
you know, disrespectful manners, we face stigma 
about the disease. For a hepatitis B positive patient, 
it's very difficult to survive in this world." 
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Methods Data Analysis

Data Collection

• Direct content analysis (reviewing transcripts) and a 
codebook guided by literature was used to organize 
transcripts into categories and themes. 

• 19 Participants from the United States were interviewed 

• Qualitative interviews with individuals living with 
hepatitis B.

• Interviews lasted about 60 minutes in length and asked 
questions regarding the impact of the disease, treatment 
and concerns.  

• HBF Staff double-coded the transcripts to ensure there 
was agreement regarding themes identified.  



Results 
• Participants identified as African American (21%), White 

(42%), Asian (31%), and Hispanic/Latino (5%). 
• 53% were males currently participating in antiviral 

treatment for HBV. and older than 35 years. 
• Analysis revealed significant overlap in the Health-related 

Quality of Life model and the experiences of those living 
with hepatitis B.  



Health Related Quality of Life
• Patient-reported outcome measures are defined by the 

US FDA as "any report of the status of a patient's health 
condition without interpretation of the patient's 
response by a clinician or anyone else"   

• PRO indicators encourage assessment of patient-reported 
symptoms as well as health-related quality of life. 

• HRQL is an essential component of evaluating health and 
is a multidimensional construct that includes 
psychological, physical, and social functioning in addition 
to other dimensions that are affected by a health 
condition. 



Psychological well-being
⚬ "I shut down, I didn't talk to anyone."
⚬ "I didn't feel anything, I was numb... I didn't want to feel anything so I tried

staying high. I ended up losing everything and I was at my rock bottom...I was
gone, I just gave up, like a mission to suicide."

⚬ "My story has been to block it out"
⚬ "Sometimes we do things by not dealing with them, by denial."
⚬ "I don't worry about the actual disease or any affects what I pretty much do is

just take the medication and pray for the best."
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Psychological well-being
• Fear and anxiety

⚬ Those with HBV describe an initial fear after diagnosis, shock, and gradually move
into a long-term 'acceptance' and fear of liver cancer.

⚬ "The fear I have is like if the viral level I have is high and if it is not curable, what
will be my condition, who will take care of me, who will take care of my family,
and what condition will I be in."

⚬ "I am not necessarily worried about cirrhosis that much because I think cirrhosis
does happen but I am worried about liver cancer."
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Physical
⚬ 8 out of 19 participants reported no signs of physical symptoms.

⚬ "My eyes turned yellow and I got really tired and I just wasn't feeling good"
⚬ "I did get really sick from it. I learned to live with it a little bit. I was really tired a

lot and it changed my whole life."
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Social Functioning
⚬ "Don't touch grandma don't touch her cuts because they don't want their kids

getting it and it's kind of embarrassing but it's understandable."
⚬ "I feel like I am a different person than everyone else"
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• Stigma
⚬ A common experience relates to social isolation as well as internal and external

stigma.
⚬ "I felt guilt, shame just on my own."
⚬ "Just the social aspect of it, being afraid to tell people."
⚬ "When my daughter started school I had to tell them... telling them she has

hepatitis was like telling them she had the plague."
⚬ "When you have hepatitis a lot of people think it is from IV drug use."
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- Continue to involve individuals living with hepatitis B in shared 
decision-making regarding treatment and management.
- Ensure individuals are appropriately aware of their condition- what 
does monitoring look like, ask the individual what information they 
want to know to manage their condition.
- We need provider advocates on behalf of individuals impacted to help 
prevent and protect against stigma and discrimination. 
- Involve individuals living with hepatitis B in the research space 
including functional cure efforts. 

Conclusions and Reccomendations
HBV has a significant impact on quality of life starting from diagnosis and can contribute to 
depression, anxiety, and self-isolation. The fear of liver cancer is prevalent and the impact 
of stigma and discrimination is significant.  
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