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Abstract- Hepatitis C virus (HCV) is the most prevalent chronic blood-borne infection in the United States and the leading cause of
chronic liver disease. HCV is transmitted through blood-to-blood contact. New infections remain common among IDUs, prisoners,
and others likely to be exposed to infected blood. The purpose of this study was to use qualitative methods to gain insight into the
experiences of HCV-infected residents, an approach that has proved informative in helping individuals manage similar challenging
chronic illnesses. Semi-structured interviews were conducted with four Oxford House female residents living with HCV. The semi-
structure qualitative interview consisted of 18 questions which were designed to focus on three broad areas: experiences of
contracting and being diagnosed with HCV, ways in which HCV affected their lives, and experiences living in an Oxford House.
Overall, participants were not surprised at their diagnosis, but it did impact their mood. Participants had difficulty with social
functioning, experienced physical and psychological symptoms, and received a substantial amount of social support from family and
Oxford House residents.
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I. INTRODUCTION

Hepatitis C virus (HCV) is the most prevalent chronic blood-borne infection in the United States and the leading cause of
chronic liver disease %, An estimated 3.9 million Americans are infected with hepatitis C, with 170 million individuals
affected worldwide 1. It results in cirrhosis of the liver in an estimated 20% of patients making HCV an important public
health concern !,

HCV is transmitted through blood-to-blood contact. HCV is transmitted primarily through the skin, which can result from
injection-drug use, needle-stick injuries, and inadequate infection control in some settings F°.. Saliva, sweat and other bodily
fluids are not infectious. You cannot get HCV from kissing, hugging or any other casual contact . While it is possible to get
HCV through certain intimate acts, sexual transmission is rare .. New infections remain common, though, among injection
drug users (IDUs), prisoners, and others likely to be exposed to infected blood %,

Quality of life is often impacted for individuals living with HCV ®2*3. Symptoms related to HCV include fatigue,
abdominal pain, nausea, weight loss, and functional limitations ™. Anxiety and depression can also emerge after being
diagnosed with HCV 4,

Linkage to care and treatment is critical to improving health outcomes for persons found to be infected with HCV ™. Such
linkage is particularly important in light of the major advancements that have been made in HCV treatments. For patients
infected with HCV, treatment now consists of a long-acting interferon combined with oral doses of ribavirin, a regimen that
has improved health outcomes for many infected persons ¢,

Studies suggest that being diagnosed with HCV produces distress 7%, The ability to cope with HCV can further be
compromised by discrimination. Research has found that over 50% of patients with HCV have experienced discrimination in a
variety of contexts, resulting in alienation from others, at a time when they are in great need of support 2%

Living with HCV often entails significant physical, cognitive, and emotional adjustments as well Y. Social support is
critical for adjustment, but its receipt is complicated. Relationships may be strained by worries about sufferers’ uncertain
health; partners, family, and friends may withdraw out of fear of infection or distaste, and physical and cognitive impairments
may limit social interaction 2.

IDU is the primary driver for Hepatitis C virus (HCV) transmission, accounting for the majority of chronic HCV infections
in the U.S. ®® Across multiple U.S. studies, 35-65% of current IDUs report risky injection behaviors such as syringe/needle
sharing 782324,

There are many factors that expose individuals to HCV, such as the shared use of drug preparation and injection equipment
(25261 Therefore, there is a risk with all practices described as being non-safe. Most importantly, the common use of needles
must be absolutely avoided. As HCV is considerably more infectious than HIV, shared use of a spoon, in which heroin is
heated, and a filter, through which the substance is drawn into the needle, present risks ?"?%. It is possible that even a small
amount of blood remaining on the fingers of a person helping with an injection is sufficient for infection *%.
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The presence of both human immunodeficiency virus (HIV) and HCV in an individual is called co-infection. Due to shared
routes of transmission, co-infection is common. Overall, approximately 30% of HIV-infected persons in the United States are
co-infected %, In HIV-seropositive populations where drug injection is the greatest risk factor for HIV acquisition, prevalence
of HCV is as high as 90% B, In total, there are between 150,000 and 300,000 co-infected persons in the United States %,

The impact of co-infection is most significant in the social, physical functioning, and mental health aspect of an individual.
Impaired concentration, fatigue, and depression are several symptoms experienced by those living with HIV/HCV B3,
However, the positive impact of social support on coping and health behaviors have been found with patients who are
diagnosed with chronic illnesses B*3. Individuals living with HIV/HCV who receive social support have reported
experiencing personal growth which has led to positive outlooks in life B9,

The purpose of this study was to use qualitative methods to gain insight into the experiences of HCV-infected residents, an
approach that has proved informative in helping individuals manage similar challenging chronic illnesses . Qualitative
methods have been used before to describe the experiences of people living with HCV, but have not focused on Oxford House
residents.

Il. METHOD

A. Participants

Participants were Oxford House residents from the Chicago metropolitan area who had previously disclosed their HCV
status. An Oxford House is a self-help, sober living environment for individuals who are in recovery; the primary goal of
Oxford House is to provide housing for individuals who would like to remain sober ¢, Oxford Houses are the largest self-help
residential program in the US for people with substance use disorders, housing over 10,000 individuals &7,

Specific Oxford Houses in Illinois were selected by an Oxford House recruiter who was aware of residents living with
HCV. Individuals who fit the criteria were provided information regarding the research study by the Oxford House recruiter.
The resident interested in participating in the study contacted the interviewer. A date and time was scheduled for the research
participant and the interview was conducted at either an Oxford House or at DePaul University.

B. Data Collection and Qualitative Data Analysis

The research procedures, interview guide and consent form were approved by DePaul University’s Institutional Review
Board. Prior to the interview, the first author reviewed the informed consent form and requested that each research particpants
sign the form.All research particpants were given a copy of the informed consent form.

The semi-structure qualitative interview consisted of 18 questions (see Appendix A). The questions were influenced by the
various construct/domains covered by published qualitative studies of HCV-infected individuals.

Intending to generate hypothesis for further research, this explorative research study used a convenience sample drawn
from women had disclosed their positive HCV status to other Oxford House residents. The semi-structure qualitative interview
questions were designed to focus on three broad areas: experiences of contracting and being diagnosed with HCV, ways in
which HCV affected their lives, and experiences living in an Oxford House.

The respondents were encouraged to expand on these issues and redirect the conversation if they desired. The average
length of the interviews was 35 minutes. Interviews were conducted in English. The interviews were digitally recorded,
transcribed, and entered into a qualitative software program for analysis.

Two analysts independently read the transcripts using NVIVO 9 (QSR International, 2010) *8]. Text was identified, sorted

and coded across transcripts. Analysts utilized a hierarchical coding system often called a tree because of the one-way
branching with a root . This method of coding is used to develop data-driven categories, to link and structure categories, and
it makes it possible to categorize richly and to code freely B%. Next, broader themes were independently identified by each
analyst and the two lists of themes were compared and discussed by the two analysts. When discrepancies among themes arose,
each analyst’s reasons for creating and labeling the themes were discussed and data were re-reviewed until a common theme
was agreed upon or a new theme was created. Lastly, identified broader themes were supported by specific quotes obtained
from the transcripts.

I11. FINDINGS

According to the demographic data, the mean age of the residents was 42.7, the residents had 11.4 mean years of education,
75% of the residents were African American, the mean length of stay in an Oxford House was 254 days, 100% of the
participants were diagnosed with HCV, one participant was dually diagnosed with HIV/HCV, and 100% of the residents were
infected due to IDU. Overall, participants were not surprised at their diagnosis, but it did impact their mood. Participants had
difficulty with social functioning, experienced physical and psychological symptoms, and received a substantial amount of
social support from family and Oxford House residents. Participant quotes are presented below and relate to the themes that
were identified.
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A. Response to HCV Diagnosis

The mean self-reported amount of time since first diagnosis was 7.3 years. Initial reactions to the diagnosis of HCV
included depression and relief.

One participant described her reaction as: “I was a little depressed knowing there’s no actual cure ... I hear it’s not a great
process to go through. There’s depression and fear.” In contrast, another participant reported feeling relief at the diagnosis. She
said: “On a scale from 1-10, probably 9 on relief..... There is a reason why I felt so crabby...you know tired.”

B. Mode of Contracting HCV
When participants were asked if they knew how they contracted HCV, all participants assumed that their IDU was to blame.

One participant said “By doing IV drugs.... Other than that, I have no idea. We all shared you know needles...dunno if it
was always clean.” In summary, all of the participants acknowledged that their behavior likely contributed to contracting HCV.

C. Information Regarding HCV

Several participants reported receiving education about HCV from medical providers, one participant retained
misinformation from potentially unreliable sources.

One participant said that, “I’m more cautious ...When I go over to my family’s house to eat ..., I make sure I always have
something that I throw away, you know... not a regular plate.” This response suggests that the participant may incorrectly
believe that HCV, like hepatitis A, can be transmitted by saliva or food products.

D. Living with HCV

Only one participant reported experiencing fatigue. The participant said, “I’ve had a lot of sluggishness and fatigue for a
long time.” The other participants mentioned psychological symptoms when asked about receiving the diagnosis of HCV.
Several participants reported that HCV resulted in long-term “irritability, not being able to control stuff, emotional issues.”

Several participants indicated that living HCV had impacted their interpersonal relationships. One participant said, “It kind
of embarrasses me, especially when...you know...when you feel like...uhm... having sex. Gotta tell the person.... I don’t want
to give it to him...you know.”

Another participant reported that her relationship with her boyfriend was significantly affected. “... got sick and tired of the
same fights over this thing. I am now single and have not had...you know...uhm sex since I got it (HCV).”

Several participants stated that having HCV had no impact on their interpersonal relationships. Families and OH residents
were supportive. One said “It had brought her closer to her family: “My kids showed increased concern.... Asking me what’s
going on and asking me what’s going on with the docs. And I’ve got Oxford House friends that really developed a strong
presence you know, it’s kind of good, I like it.”

E. Co-Infection, Social Support, and Recovery

Support provided by Oxford House residents and family members had a positive impact on the participant who was dually
diagnosed with HIV/HCV. Social support played a crucial role in her decision to stay in recovery. The participant said “I was
using, every day. . . . And | did that for a whole year before coming to the Oxford House. Just before | came here, it was the
worst it’s ever been. Feeling like somebody was coming to get me, the sickness, being HIV positive, having Hepatitis on top of
that. You know, being here and feeling loved, feels like I can keep on going forward and deal with all of my problems.”

F. Recovery Process and HCV

The participants were asked about how they contracted HCV. A theme that emerged was the connection between
motivation for recovery from substance use and motivation to seek medical help due to the HCV infection. All of the
participants reported getting diagnosed with hepatitis C gave them motivation to either initiate or stay active in substance abuse
recovery. “Another reason to stay clean...a good excuse not to use.” Another participant said, “Getting the news about it (HCV)
was what really motivated me...you know... to stay clean. I can go back to the drugs but don’t wanna get real sick.”

G. Oxford House and HCV

The participants reported high levels of support from other Oxford House residents. Disclosure of their HCV status was not
a stressful event for any of the participants. One participant stated “A lot of these things are common anyways...part of living
in a supportive environment. These issues usually come up....I feel a lot of support from them you know...they only get
concerned when you don’t deal with your problems.”
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V. DISCUSSION

The interviews conducted with Oxford House residents living with HCV produced findings that can be used to develop and
implement intervention programs to help individuals cope with this disease. Furthermore, the findings could help assist social
service providers to better comprehend the issues and needs of people living with HCV. Previous qualitative studies that
focused on individuals living with HCV have not included individuals in after-care recovery homes such as an Oxford House.
Although the findings are limited to a small convenience sample and the results are not readily generalizable, the general focus
on living with HCV produced unique data.

Despite previous studies persons living with HCV which concluded that knowledge about the risks of IDU were fairly good
25 401 " results suggest that participants may still have several misconceptions about HCV. A participant’s notion about
transmission of the virus can be addressed through basic information on HCV.

Relationship issues emerged as an important and common theme. One participant indicated difficulty with a boyfriend
relationship. This is consistent with previous data suggesting that relationships are strained by concerns about future health and
fear of transmission and leading to limited social interaction “. To address this issue, improving both general and
patient/physician communication skills can reduce several of these worries. Participants, who reported positive experiences
with family and Oxford House residents, received social support which can serve as positive examples for others with
difficulties with relationships.

There were no differences in the experience of our dually diagnosed participant when compared to other participants in our
study. Living with HIV/HCV promoted emotional stress and psychological problems as addressed in prior studies ¥244.
However, social support was a major key in the recovery process. During the participant’s addiction, she experienced a sense
of hopelessness, depression, and lack of support. In contrast, when she had social support there was a sense of a readiness to
change and perceived the HIV/HCV infection in a different manner.

An interesting finding that emerged from the study was the psychological or motivational connection between injection
drug use. Some participants only became willing or motivated to stay in their recovery once they knew they had HCV. This
information can have important implications for the implementation of intervention programs for individual who were infected
with HCV due to I1V-drug use 1!, Programs may be more effective if they address both substance use and HCV at the same
time.

Similar to previous studies ¢ participants reported a myriad of negative feelings when first diagnosed with HCV.

Unpredictably, reactions to being diagnosed with HCV were less intense or even a relief among our participants. This finding
is similar to another study that focused on veterans’ experiences living with HCV . The participants’ responses indicated the
significance of obtaining trustworthy information and clinical support from clinical and medical staff. Participants obtained
information from their primary physicians and social service providers which may have buffered their feelings about living
with HCV after their initial reaction to their diagnosis.

Consistent with prior studies %% 49* the participants’ lives were impacted in a number of ways that included physical
and psychological symptoms 2. The experience of fatigue was common among our participants. Physical and psychological
symptoms were frequently reported in our sample and in previous studies, and therefore should be addressed. Incorporating
depression/anxiety and fatigue management techniques can address the fatigue factor and psychological symptoms for those
living with HCV.

V. LIMITATIONS, CONCLUSION, AND FUTURE RESEARCH

The current study had a number of limitations that should be addressed. A small convenience sample was used, making it
difficult to generalize to broader groups. Also, although every effort was made to reduce systematic bias, it is possible that the
study design (including the kinds of questions asked, the order in which they were asked, and the setting in which interviews
were conducted) contributed to the study results. The generalizability of these results is limited, given that information was
only collected from a small number of participants in the Chicago metropolitan area. Qualitative research studies can involve
selection bias and ought not to be considered a representative population sample in the statistical sense. However, recruitment
purposefully focused on participants who had disclosed their HCV status to other residents in the Oxford House.

The interviews produced unique qualitative data on the impact that HCV had on the lives of several Oxford House residents.
Similar to previous studies, the study found that the initial HCV diagnosis was difficult, and participants’ interpersonal
relationships and lives were negatively impacted by their HCV experience. Unlike some previous studies, some participants
were lacking basic HCV health information. Finally, the study addressed the relationship between substance use and HCV, and
how it may influence an individual’s motivation to stay clean. Future research should further explore the relationships between
substance use, mental health, and HCV infection, and utilize intervention models to address them concurrently instead of
individually.
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APPENDIX A

INTERVIEW GUIDE

I am glad you have agreed to be interviewed. This interview is part of a DePaul Study focused on Oxford House residents who are living
with HCV. We are asking for your participation because we are trying to learn more about the experiences of those Oxford House residents
who have contracted and are diagnosed with HCV, and how HCV and other medical issues have affected their lives. We hope that this
information will decrease the stigma regarding infectious diseases in order to provide a safe environment for those who are in recovery.

I am going to be recording this interview to make sure that I remember what you tell me. | will destroy this recording once | transcribe it.
I would like to review some of the things that we said in the consent form and want to remind you that what we discuss is confidential.
Remember, you may stop the interview at any time. If you have any questions about anything | ask, or if something is not clear, please ask
and I will try to clarify things. You don’t have to answer questions that make you feel uncomfortable. If you prefer not to answer a question,
please let me know. If anything we discuss provokes unpleasant feelings, please let me know. Do you have any questions at this time? Are
you ready to start?

I would like to begin the interview by asking you:

e Your gender?

e Your age?

e Marital status?

e Years of education?

e Racial background?

e Length of time living in an Oxford House?

e How many years have you been living with HCV?

e Have you been tested for HIV and/or STDs?

o If yes, what was/were the result/s of the test/s?

e Are you currently taking any medication for your illness/illnesses?

o If yes, what are you currently taking?

1. When do you think you were first diagnosed with HCV?
2. Do you know how you contracted or got HCV?

3. When you heard you had HCV, how did you respond? How did it make you feel? What kinds of questions did you have? What
concerns did you have?

4. Overall, how has having HCV impacted your life?

5. How about on a day to day basis? Are there problems/concerns/challenges that you have now that you didn’t have before you knew
about HCV?

6. How does it affect your health, or change things medically?
7. How does it affect other parts of your life (like how you relate to others, to your family, things you do/don’t do)?

8. What symptoms have you experienced from having HCV? Are there symptoms you have that might be from treatment for HCV, but
you’re not sure? Tell me about them.

9. What kinds of things do you do to try to handle your symptoms when you get them?
10. How has your daily functioning changed since you got HCV? Is it more limited? In what ways?

11. How has having HCV impacted the lives of your family or friends? Do they know about it? What are their attitudes about it? Have
any of them been tested for HCV? How has living with HCV changed the ways they act with you or you act with them?

12. What kind of things do you do on your own to help manage your HCV?
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13. What other medical problems do you have besides HCV? (e.g., HIV/AIDS, hypertension, etc)

14. At times individuals may have mixed feeling when one discloses they have HCV or other STIs, what were the Oxford House
residents’ reactions when you informed them you were living with HCV or other STIs?

15. What kind of support have you received from other Oxford House residents since you disclosed your illness and/or illnesses?
16. How has living with HCV impacted your recovery?
17. The goal of Oxford House is to provide a clean sober living environment, how has this Oxford House helped you with your recovery?

18. Oxford House welcomes all who coping with substance abuse addictions, how does this Oxford House make you feel like you belong?

This is the end of the interview. Thank you very much for your time!
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