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Abstract

Background: Illicit drug users have a high prevalence of HCV and represent the majority of newly infected persons
in the U.S. Despite the availability of effective HCV treatment, few drug users have been evaluated or treated for
HCV. Racial and ethnic minorities have a higher incidence and prevalence of HCV and higher HCV-related mortality.
Factors contributing to poor engagement in care are incompletely understood.

Methods: Fourteen mixed-gender focus groups of either African American or Latino/a drug users (N = 95)
discussed barriers to HCV testing and treatment. Themes were identified through content analysis of focus group
discussions.

Results: Many drug users were tested for HCV in settings where they were receiving care. Outside of these settings,
most were unaware of voluntary test sites. After testing HCV positive, drug users reported not receiving clear
messages regarding the meaning of a positive HCV test, the impact of HCV infection, or appropriate next steps
including HCV clinical evaluations. Many drug users perceived treatment as unimportant because they lacked
symptoms, healthcare providers minimized the severity of the diagnosis, or providers did not recommend
treatment. Mistrust of the motivations of healthcare providers was cited as a barrier to pursuing treatment. Social
networks or social interactions were a source of HCV-related information and were influential in shaping drug users
perceptions of treatment and its utility.

Conclusion: Drug users perceived a paucity of settings for self-initiated HCV testing and poor provider-patient
communication at test sites and during medical encounters. Notably, drug users reported having an unclear
understanding about the meaning of a positive HCV test, the health implications of HCV infection, the importance
of clinical evaluations and monitoring, and of treatment options for HCV. Efforts to improve the delivery of clinical
messages about HCV infection for drug users at test settings and clinical encounters are needed.
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Background
Hepatitis C virus (HCV) is a blood-borne infection most
efficiently spread via direct parenteral exposure through
non-sterile injection practices [1-4]. The World Health
Organization estimates a global prevalence of HCV of
2%, or 123 million people [5] most of whom are chronic-
ally infected. HCV is the most common chronic blood
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borne infection in the United States and worldwide, and
accounts for roughly one quarter of all cases of cirrhosis
and hepatocelluar carcinoma [6,7]. HCV is hyperendemic
among people who inject drugs, representing the largest
group of infected persons both worldwide, and in each
country where HCV prevalence and risk factor data are
available [8-10]. The estimated global prevalence of HCV
among IDUs ranges from 9.8% to upwards of 97%, with
most estimates falling between 50-90% in regions with
long-standing endemic injection drug use [1,4]. The
incidence of HCV among IDUs ranges regionally from
10 to 40 per 100 person-years at risk [1,11]. HCV is
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also transmitted sexually among men who have sex
with men, often in association with non-injection illicit
drug use [12,13].
HCV causes chronic infection with persistent viremia

in the majority of those infected (~85%) [14]. As a result,
chronically infected persons constitute a significant res-
ervoir of HCV creating an environmental transmission
dynamic that increases the probability that a non-sterile
injection episode will be with a chronically HCV-infected
person [1,11]. Important sequelae of chronic HCV are liver
fibrosis leading to cirrhosis; liver failure; and hepatocellular
carcinoma [15]. Studies suggest that over the course of
two decades, 20-30% of chronically HCV infected persons
will develop cirrhosis, with an estimated 10,000-20,000
early deaths [14]. In the United States, the disease burden
is predicted to increase up to 3-fold over the course of the
next 10–20 years [15]. The efficacy of HCV treatment has
improved in recent years with the introduction of direct-
acting antivirals (e.g., telaprevir and boceprevir) and the
prospect of interferon-free regimens [16,17]. For many,
fear of adverse effects of HCV treatment is a barrier to
treatment initiation and may contribute to treatment non-
adherence and treatment discontinuation [18-21]. While
HCV treatment has the potential to cure the virus in 40-
80% of patients, current treatment is arduous, lengthy, ex-
pensive and remains inaccessible for many drug users [15].
The majority of drug users remain out of HCV care,

and few are engaged in treatment [18,21-24]. Many
HCV positive drug users have not been evaluated for
HCV treatment; are less likely to see an HCV specialist
or to get an HCV RNA polymerase chain reaction (PCR)
test to document chronic active infection; and are less
likely to be receiving antiviral treatment for HCV com-
pared to non-injection drug users [18,21,25]. Active drug
use has been shown to not have a direct, negative effect
on treatment efficacy [8,9,26-28]. It is estimated that less
than half of drug users with chronic HCV have been of-
fered treatment ever [17].
Racial/ethnic minorities are less likely to receive anti-

retroviral therapy for HIV [29,30]. Some prior qualitative
studies have highlighted drug users’ misconceptions and
lack of understanding about HCV, racial and ethnic mi-
norities have a higher incidence and prevalence of HCV
and higher HCV-related mortality [18,31-35]. Drug users
often have limited access to health care and may experi-
ence or perceive stigmatization that poses a barrier to care
[23,35]. Additionally, some drug users report that drug
use-related stigma is a barrier to HCV testing. Rates of
HCV are higher in racial/ethnic minority drug users [36].
Further data to inform the delivery of clinical messages
about HCV infection for drug users at test settings and
clinical encounters are needed.
This study sought to explore racial/ethnic minority drug

users’ attitudes, perceptions, and experiences regarding
HCV and HIV testing, referrals and treatment, through
focus groups with drug users in San Francisco and New
York City. This paper presents data regarding HCV test-
ing and care.

Methods
Study participants
Fourteen focus groups with a total of 95 participants
were conducted in New York City (6 focus groups) and
San Francisco (8 focus groups) in three recruitment set-
tings: HIV primary care clinics, methadone maintenance
treatment (MMT) programs and syringe exchange pro-
grams (SEP). During the course of the study, the HIV
clinics both conducted HCV testing and the site in NYC
provided on-site HCV treatment; the MMT programs
offered anti-HCV testing, but neither viral load testing
nor HCV treatment; and the SEPs did routinely offer
HCV testing but offered no on-site HCV care. Eligibility
criteria required that participants be 18 years of age or
older; self-identify as African-American or Latino/a; and
be receiving services at one of the recruitment sites. Par-
ticipants were excluded from the study if they had severe
cognitive impairment, suicidal ideation, or active psychosis.
The study included persons who have used illicit drugs in
the past 12 months by either injection or non-injection
routes; non-injection illicit drug users were included be-
cause of data demonstrating rates of HIV in non-
injectors comparable to injectors in many cities [3] and
because of concerns of HCV transmission via drug
using paraphernalia and networks [1]. The terms ‘drug
users’ and ‘injection drug users’ (IDUs) are used
throughout the text where appropriate. This manuscript
reports on findings with respect to HCV testing and
treatment. This study was approved by the Institutional
Review Boards of Beth Israel Medical Center and the
University of California, San Francisco.
Participants were recruited through staff referrals at

each of the recruitment sites regardless of HCV status or
prior testing experience. Participants were told that the
goals of the focus group were to explore participants’ ex-
periences with HIV and HCV testing and care. The
number of participants in each group ranged from 3 to
12. All focus groups were of homogenous race/ethnicity,
consisting of either Latino/a or African American partic-
ipants. The rationale for race/ethnicity specific focus
groups was to identify possible race/ethnicity specific is-
sues with regard to HIV and HCV testing and care. All
focus groups were conducted in English. Participants
provided informed consent and were reimbursed $25 for
their participation in the study.
Focus groups were conducted by PhD-level qualitative

researchers, bi-lingual in English and Spanish; each
group lasted roughly 90 minutes. The focus groups used
a semi-structured qualitative interview guide designed to
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explore, in-depth, the following specific thematic areas
related to HIV and HCV including: self-perceived risk;
general knowledge of the viruses; prior experiences and
current feeling about seeking testing; prior pre- and
post-test experiences; and prior experiences accessing or
remaining engaged in treatment. Further, the interview
guide also included open ended queries about individ-
ual’s drug use histories, knowledge of their own HIV/
HCV status, and perceptions about race/ethnicity in
relation to testing and care (the focus group guide is
available from the corresponding author). Participants
recruited for these focus groups were not tested sero-
logically: those recruited from HIV clinics were known
to be HIV infected; for others HIV status was by self-
report; and for all, HCV status was self-reported. 39%
reported HIV infection (21% of the total reported HCV/
HIV co-infection), 36% reported HCV mono-infection,
and the rest reported unknown status. All focus groups
were audio taped and transcribed verbatim.
Qualitative data analysis
Transcripts were coded and analyzed using Atlas.ti V.5
software. At least two researchers individually reviewed
and independently coded all transcripts and discussed
ambiguities. Grounded theory [37] analytic techniques
were used to seek patterns in the data and to develop
emergent hypotheses about them. Analysis began by
coding verbatim references containing any of the fol-
lowing codes: HCV/HIV testing, access to HCV/HIV
care, HCV/HIV treatment, racial/ethnic minority sta-
tus, co-infection and drug user status. Two emerging
codes were added during the analysis: “medical mis-
trust” and “stigma”.
Results
Fourteen focus groups were conducted, 6 in NYC and 8
in San Francisco. The 6 in NYC included one with
Latino/a participants and one with African American
participants at each of the three recruitment settings
(MMT, SEP, and HIV clinic) with a total of 51 partici-
pants. The 8 in San Francisco included 2 with African
American and 1 with Latino in MMT; 2 Latino and 1
African American at HIV primary care; and 1 African
American and 1 Latino at SEP, with a total of 44 partici-
pants. The total sample of 95 participants was 41% fe-
male (n=39); average age was 45 years (minimum 32,
maximum 58). The analysis discusses results related to
access to HCV testing, post-test counseling and medical
care, experience with HCV treatment and perceptions of
HCV treatment. No differences between testing experi-
ences emerged by gender or between focus groups in
NYC and San Francisco hence, results are reported in
aggregate.
HCV testing
In focus groups, nearly all participants reported having
been tested for HCV. Participants generally described an
HCV testing experience that consisted of testing at the
structured settings in which they were receiving care,
with tests commonly having been initiated by health care
providers with knowledge of participants’ risk factors for
HCV. The primary settings in which participants were
tested for HCV were MMTs and SEPs. Common to
those who were or had been in MMT was a perception
that routine HCV testing was a mandatory component
of the intake exam and annual physicals for all MMT
patients: “You’re on methadone, it’s a requirement any-
way, to get tested for [HCV]” (African American male);
no one reported objecting to being tested for HCV in
this way. This perceived routinization of HCV testing was
also reported by participants who underwent testing at
health care sites where tests were usually initiated by
health care providers and where the reason for the ap-
pointment was to receive care for other illnesses: “I did
[HCV] testing when getting [treatment for] pneumonia”
(Latino). Such testing often took place without partici-
pants being aware that they were tested for HCV: “I found
out afterwards [that I was tested for HCV]. [The doctor]
tested it on his own”. (Latino).
While testing for HCV was common among focus

group participants, most reported being unaware of vol-
untary testing sites. Most participants were eager to have
access to voluntary HCV testing. Focus group partici-
pants did not report seeking self-initiated HCV testing
outside of MMT, SEP, jail and HIV primary care settings:
“Most people just don’t know where to do it [HCV test],
unless you go to the exchange and they happen to be
doing it there” (African American male); “You have to
find a way to get it [HCV test]; It ain’t like-come and
get a hep C test. It’s like a best-kept secret” (African
American male).
Underscoring the reality that HCV is a widely asymp-

tomatic disease, only one participant reported seeking
medical attention because they experienced symptoms
associated with an HCV infection: “I had yellow jaun-
dice. Like my urine was orange, real dark orange […] At
least the doctor told me [I was HCV positive]” (African
American female).
These patterns of HCV testing experiences contrasted

with participant reports regarding HIV testing, which
were characterized by frequent and self-initiated testing
with access to ubiquitous testing sites: “HIV testing is
much more accessible to me, more accessible than hepa-
titis C” (African American female). Participants had a
high degree of awareness of available HIV testing sites:
“The fact that they’re so accessible, I feel like if any day I
feel like getting up and going to get [an HIV] test, I can
get it the very same day” (Latina). Many participants
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reported self-initiated HIV testing every three to six
months.

Experiences with HCV post-test counseling and referrals
Despite their individual histories of drug use, many par-
ticipants were surprised when they were first diagnosed
with HCV: “My doctor took blood, and he tested it and
he told me I had hepatitis C, and that was my first time
knowing about it […] I was an injector”. (African
American male)
Many participants found to be HCV positive reported

receiving their results but coming away from post-test
counseling without a clear understanding of the signifi-
cance of the diagnosis or what next steps to take: “I
found out I was hep C positive. [The doctor] told me
the basics but they never really told me what the next
step was”. (Latino) Participants reported confusion and
uncertainty given their new situation: They had been
given a diagnosis of HCV, but did not come away with a
clear understanding of the health implications or what
to do next:

You’re hep C positive, but now what? they should
have a place to send them or I should have somebody
some place at my facility to at least counsel them.
Nobody has even spoken to them. (African American
male)

They won’t refer you to nobody, see they just told me
and just left me hanging. Just left me there. (African
American female)

They didn’t give me nothing to go on. I had nothing
to take home with me and sit down and study and go
over myself… they don’t have nothing for the poor
person that has contracted hep C. Nobody where I
got tested at gave me any literature. (African
American female)

Accompanying the feelings of uncertainty regarding an
HCV diagnosis, many participants described feeling fa-
talistic with a generalized nihilism about managing their
infection: “I don’t know what to do. Except just walk
around dying from it” (African American male).
Participants specifically described a lack of explanation

and clarity regarding the treatment options for HCV and
they were eager for more information and a better un-
derstanding of HCV treatment: “When I first found out
I had hepatitis C, they didn't suggest any kind of treat-
ment. It was only two or three years later that they made
me an appointment for the hospital to go” (Latina).
As part of this uncertainty about treatment, many

people came away with an implicit message that there
was not much else that could or needed to be done to
treat HCV or to prevent liver damage. As one participant
explained: “Everybody says there’s really nothing too much
to do when you got that [HCV]. They just say, yeah, I got
it, as far as hep C, and they [health care providers] just let
you know” (African American male). Participants also
reported disengaging from care once they found out they
weren’t eligible for treatment or that treatment wasn’t ne-
cessary for them at that point in time.

So he told me that if you want, take a biopsy if you
want it, that was my option. So I didn't do it. He said,
but your liver seems like it's okay. The numbers are in a
good-good place […] So I dropped it at that. (Latino)

Some participants, despite having been told they were
HCV positive, did not believe they were infected because
their providers did not offer them treatment: “I don't be-
lieve them [the doctors] for the simple fact they didn't
give me, they didn't give me no medicine for it [HCV]”;
“I’m sure he will if I have hep C, he will tell me take this
and this medication. He will order it. So I do not believe
I have hep C” (African American male).
Experiences with HCV treatment evaluations
Among participants who reported receiving HCV treat-
ment evaluations, many said that they were told by
health care providers that due to the healthy state of
their liver and the results of various tests to assess their
infection, treatment was not recommended at that time.
Some understood that treatment was not offered be-
cause there was no evidence of liver damage. Many par-
ticipants reported not initiating HCV treatment because
their providers either did not discuss or recommend it:
“My doctor told the same thing that everything was fine,
not to worry about it [HCV] […] that the numbers were
low and that I didn't need no medication or anything”
(Latina); “[My doctor told me] I didn’t need a treatment
because it wasn’t bad […] My liver wasn’t inflamed, and
I was doing okay […] there was no need for medication
until years down the line” (African American male).
While some people came away from HCV evaluations

understanding that treatment was indicated if there was
substantial liver damage and may not be otherwise neces-
sary, many participants did not have a thorough under-
standing and felt as if they were left in limbo with a
positive diagnosis without clear options. Participants who
were evaluated but not offered treatment commonly
reported being counseled about reducing drug and alcohol
use and avoiding excess acetaminophen, “[the doctor] told
me that […] just don't drink any alcohol and don't abuse
them, stuff that's going to irritate the liver”. (Latino)
There were few participants who reported being en-

couraged to have regular medical follow-up to monitor
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their HCV infection but without recommendation for
treatment.

I went according to my doctor. He said that my viral
load was okay, so I took—I took it like that, okay, so
then I'm fine. Every month, you go see that doctor
[…] on a monthly basis and stay—stay with blood
work. (Latino)

Few participants in the focus groups had initiated
HCV treatment; however, of those who reported initiat-
ing treatment, they all discontinued treatment due to ad-
verse drug reactions.

I decided to treat it [HCV] […] I only did it for like
four months because I ended up getting some side
effects […] The medication was doing things that I
dislike […] I told [my doctor] that I am not taking it
anymore. (Latino)

For the participants who reported being offered treat-
ment, many reported that the low odds of eradicating
the virus deterred them from initiating treatment. Add-
itionally, one participant reported that their provider did
not recommend treatment saying the patient was
infected with an HCV genotype that was poorly respon-
sive to treatment.

Perceptions of HCV treatment
Knowledge and perceptions about HCV treatment often
came from peers, and the messages communicated were
often discouraging of treatment. While a few patients
had previously initiated HCV treatment, most had no
direct treatment experience. Participants reported that
these communications with peers raised anxiety about
the potential adverse side effects of the medication: “I
didn’t even know what the process was […] I found out
through someone who had hep C, and her experience
through it” (Latino).
Participants with HCV were uniformly eager to learn

more about HCV treatment and how to stay healthy.
Among participants who reported discussing treatment
with a health care provider, or who were offered treat-
ment, the majority felt dissuaded from pursuing it.
While some participants reported an interest in treat-
ment, the consideration of “everything that goes with it”,
including not wanting to endure the serious side effects
of treatment, was the primary reason that participants
chose not to initiate treatment. Among HCV-positive in-
dividuals in particular, there was a common perception
that HCV treatment was worse than the disease due to
the difficulty in coping with the length of treatment and
medication side effects: “[There are] bad reactions that a
lot of people have with medication. Some people get
suicidal, depression […] They’d get lonely, you know, de-
pressed, big, big stay of depression” (Latino).
Many participants while willing and even eager to con-

sider HCV treatment, many articulated that these fears of
lengthy treatment and severe adverse effects- discouraged
them from pursuing treatment. Additionally, participants
reported believing that treatment might be harmful to
their liver, might cause HCV infection or other harmful
physical adverse effects, and be inefficacious: “Interferon
I’ve heard is the treatment for it but I’ve heard that the
treatment is worse than the disease and it’s not effective”.
(Latino) Such concerns lead many infected but asymp-
tomatic participants to not seek treatment; as one partici-
pant explained it: “if it ain’t broke, don’t fix it” (African
American male). This attitude was common; participants
reported believing that it was more advantageous to their
health to not seek treatment rather than pursue treatment
and risk making their health worse: “my liver function is
still good, so I’m not going [to] take something that’s go-
ing [to] make me worse” (Latino).
In contrast, across focus groups, participants’ overall

knowledge about HIV and treatment options was exten-
sive, regardless of their HIV status. Participants under-
stood opportunistic infections; various tests indicating
HIV/AIDS status; treatment outcomes; and the necessity
of treatment to control the infection “If you’re told you
got HIV […] it’s not like before, like it’s more manageable,
you can live longer […] there’s so many drugs that can
help with it”. (Latina)
In addition to their individual concerns about HCV,

participants also regarded HCV as a virus infecting and
affecting drug users rather than non-drug users. They
concluded that the paucity of HCV services and the
lack of effective treatment options were the result of
stigma and marginalization of IDUs. In addition, par-
ticipants described their belief that socioeconomic
factors and insurance availability influenced their doc-
tors’ decision making regarding the provision of HCV
treatment.

If you have private insurance […] They’ll give you all
the treatment and health that you want…but because
they know that Medicaid is not going to pay them
their money on time- they’re going to get paid […]
they’re not ready and willing to offer this treatment
[to those with Medicaid]. (Latino)

I think a lot has to do with – people who – the
powers that be don’t use drugs like we use drugs. It
[HCV] don’t affect them. (African American male)

One participant explained that she felt mistreated
by her doctor: “They kick you to the side”. (African
American female)
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Mistrust of health care providers’ motivations
manifested in other ways. Some participants reported
believing that their providers were diagnosing, and even
misdiagnosing HCV to receive insurance payments for
their visits.

Implications of drug use
One of the barriers participants reported complicating
engagement in HCV care was active drug use. Partici-
pants reported that when they were using actively they
were less likely to get tested for HCV, “Personally, I
wouldn’t put down no syringe […] to go get tested [for
HCV]” (Latino); “It took me so long [to get tested]
because I was getting high”. (Latino) One participant
explained that her commencing HCV care occurred “fast
as my addiction would let me go”. (African American fe-
male) Active drug use not only emerged as a barrier to
participants’ willingness to engage in HCV testing, but
also as a barrier to clinical follow-up after receiving a
HCV diagnosis. Participants reported that the consuming
nature of drug use precluded any motivation to seek care.
One participant attributed his active heroin use to his in-
ability to schedule an appointment for an HCV evaluation
from a referral he received after being tested for HCV:

Yes, [the doctor] told me … numerous times. I just
didn’t do it. Either I forgot about it or was just too
lazy to get up off my ass and go do it. I got a thing
about keeping appointments […] it’s the dope’s fault.
(African American male)

Discussion
It is estimated that about 60-90% of drug users are
infected with HCV [14,38,39]. Focus groups with drug
users in MMT, SEP and HIV Primary Care reveal that
prior to a diagnosis of HCV, most participants had a
poor understanding of HCV and its significance. After
being diagnosed, many participants reported not receiv-
ing a clear message regarding what the infection meant;
their HCV status; and next steps, including follow-up
evaluations and the availability, role and efficacy of treat-
ment options. Participants also reported some mistrust
of health care providers, recognizing that active drug use
is a barrier and commonly reported not receiving refer-
ral for HCV clinical evaluation after receiving a positive
test result.
Many drug users come into contact with drug treat-

ment programs and/or drug related services such as nee-
dle exchange. These programs serve as important points
of access for health services. In focus groups discussions,
participants explained that programs for drug use served
as primary settings in which they received HCV testing.
SEPs and MMTs along with other clinical settings were
structured settings in which participants reported
receiving HCV testing. Our findings underscore the im-
portance and utility of providing HCV testing in drug
treatment programs or programs aimed at serving drug
users. In our sample the majority of drug users had
reported receiving at least one HCV test in the past; this
has not been the case in all previous studies [35,39]. This
may relate to participants’ having been recruited in clinical
or harm reduction settings.
In contrast to ready access to voluntary HIV testing,

participants in our study reported limited access to vol-
untary HCV testing. Participants in numerous studies
reported feeling most comfortable accessing HCV test-
ing and HCV-related services at sites where providers
had an understanding of addiction and were accustomed
to and respectful of drug users [15,40]. In our study, par-
ticipant comments also suggested that in the health care
systems they accessed, there were few settings available
for voluntary HCV setting (e.g., mobile HIV testing but
no HCV testing vans). In this way, and in the learned ex-
perience of our focus group participants, offering both
targeted and voluntary testing at sites where drug users
are already receiving services, in settings widely popu-
lated by drug users, could serve as effective points of
entry for drug users to initiate and maintain care for
their HCV infections.
Overall, participants reported a gap between testing

and receiving referrals to medical evaluations following a
positive HCV test result. Many publications document
low rates of referral after testing positive [27,34,35] but
it is usually assumed that this gap is due to patient non-
adherence; our data demonstrates drug users perceive
not having had received referrals. Participants reported
feeling abandoned by clinicians, a finding that is consist-
ent with other studies of HCV testing among drug users
[15,41]. It is important to note that the same barriers
that participants identified may also contribute to pro-
vider reluctance to initiative HCV treatment for drug
users, however, several studies have highlighted that with
appropriate attention to these issues, active drug users
can be successfully treated for HCV [9].
Most participants in our study were unclear about

how HCV infection should be evaluated and monitored,
and about treatment. Some participants also perceived
HCV treatment as something available to the wealthy
and not to marginalized groups or those on Medicaid.
Others were suspicious that HCV was diagnosed and
treatment offered more for profit than to improve the
health and well-being of patients. It is difficult to know
whether these perceptions were based on a lack of under-
standing of HCV infection and treatment (a knowledge
deficit) versus based primarily on emotional factors such
as medical mistrust. The former would be amendable to
educational efforts while the latter would require being
addressed by other intervention strategies.
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The fact that focus group participants reported relying
heavily on peers for HCV treatment knowledge suggests
that support from peers may be a valuable way to engage
drug users in HCV care. This finding is consistent with
qualitative studies that have been published on this topic
[15,40]. This peer-gained knowledge of HCV and its treat-
ment is maintained through peer relationships. These
forums serve a critical role in disseminating information
about HCV to those either untreated, out of care or who
have not received adequate information from their pro-
viders [8].
The findings presented in this paper should be

interpreted with some caution as reported experiences
may not be generalizable to all drug users in all settings. It
is possible that the focus group framing or even the nature
of discussing these issues in a group setting may have led
to reporting bias. There may also be other factors that did
not emerge in the discussions. Due to the design of the
study, for those participants recruited at sites other than
HIV clinics, HIV status was my self-report and for all par-
ticipants HCV status was self-reported. Further, we could
not confirm self-reports of prior testing and it is therefore
important to note that what patients reported were their
perceptions and memories. Also, it is impossible to dis-
cern the extent to which HCV treatment was medically
necessary for the HCV-positive focus group participants.
The data collected through focus groups are qualitative
and further quantitative survey data about the proportion
of DUs having positive, neutral, or negative experiences
would be valuable. Further, these focus groups were
conducted during 2008–2009 and issues of awareness and
access may have changed; however, the availability of im-
proved therapies only increases the need to have clear un-
derstandings of potential barriers. Finally, due to funding
limitations, 1) focus groups were not conducted with
white drug users, which would have been useful for com-
parison; and 2) only English-speaking drug users were eli-
gible for this study, and therefore our findings may not
reflect those of non-English speaking drug users.
HCV remains a critical public health challenge among

drug users, and the numbers of deaths due to HCV have
surpassed those due to HIV/AIDS [42]. A recent meta-
analysis has demonstrated that a sustained virologic re-
sponse after treatment is associated with a reduced
incidence of hepatocellular carcinoma underscoring the
importance of engaging HCV infected patients in treat-
ment [43]. HCV is a major cause of preventable morbid-
ity and mortality among IDUs; scaled-up efforts to
prevent HCV are imperative. Efforts to increase or
establish HCV surveillance as well as the development
of comprehensive and effective strategies to reduce
transmission among IDUs are urgently needed. Public
health approaches to HCV may benefit from expanding
access to and awareness of voluntary HCV testing sites
and treatment services. Standardized post-test counsel-
ing messages and active referral are critical in efforts to
promote stronger linkages between HCV testing and care.
Concrete, active referral linkages may also be needed [44].
Additionally, as with the Seek, Test, and Treat strategy be-
ing employed to reduce population HIV rates, programs
targeted at increasing rates of HCV treatment among drug
users might be an important strategy to reduce the num-
ber of HCV-positive persons, thus reducing both overall
risk to individual drug users and reducing HCV preva-
lence at the population level.

Competing interests
The authors declare that they have no competing interests.

Authors’ contribution
DCP and CLM conceived of the study, and supervised all aspects of its
conduct. DCP supervised the analysis and writing of the manuscript. AEJ
assisted in the conduct of the focus groups, conducted the final coding and
analyses, and wrote the first and subsequent manuscript drafts. CLM and
PMG conducted the focus groups. PMG, CM, NP, KB, LG, EK, RMS, DCD, and
JLS contributed to the study design, coding, analyses, and writing. All
authors read and approved the final manuscript.

Acknowledgments
This publication was supported by grant funding from the National Center
on Minority Health and Health Disparities and the National Institute on Drug
Abuse (NIDA) Center for the Clinical Trials Network (NTC 0035-Ot). Additional
support was provided by NIDA grants R01DA020781, R01DA020841, P30DA
011041, P50DA009253 and U10DA015815 and the California HIV/AIDS
Research Program (#ID06-SF-198).
The authors thank Ms. Carmen Rosa of the NIDA Center for the Clinical Trials
Network, Mr. Vincent Samson, Ms. Adrienne Wente, Mr. Nicholas Hengl, and
the staff of BAART Programs, San Francisco, CA; Mission Neighborhood
Resource Center, San Francisco, CA; University of California, San Francisco,
Positive Health Program at San Francisco General Hospital, San Francisco, CA;
San Francisco AIDS Foundation HIV Prevention Project, San Francisco, CA; the
Peter Krueger HIV Clinic and the Methadone Maintenance Treatment
Program, Beth Israel Medical Center; and the AIDS Center of Queens County,
NY.

Author details
1Beth Israel Medical Center, 120 East 16th St, Floor 12, New York, NY 10003,
USA. 2Department of Psychiatry, San Francisco General Hospital, University of
California, San Francisco, 1001 Potrero Avenue, Building 20, Suite 2100, San
Francisco, CA 94110, USA. 3Center for Drug Use and HIV Research, 120 East
16th St, Floor 12, New York, NY 10003, USA. 4National Development and
Research Institutes Inc, 71 West 23rd St. Floor 8, New York, NY 10010, USA.
5Prevention Point, San Francisco AIDS Foundation, HIV Prevention Project,
San Francisco AIDS Foundation, 1035 Market Street, Suite 400, San Francisco,
CA 94103, California. 6Mission Neighborhood Resource Center, 165 Capp
Street, San Francisco, CA 94110, California. 7BAART Programs, 433 Turk Street,
San Francisco, CA 94102, California.

Received: 17 October 2012 Accepted: 12 June 2013
Published: 20 June 2013

References
1. Hagan H, Thiede H, Weiss NS, Hopkins SG, Duchin JS, Alexander ER: Sharing

of drug preparation equipment as a risk factor for hepatitis C. Am J
Public Health 2001, 91(1):42–46.

2. Mateu-Gelabert P, Treloar C, Calatayud VA, Sandoval M, Zurian JC, Maher L,
Rhodes T, Friedman SR: How can hepatitis C be prevented in the long
term? Int J Drug Policy 2007, 18(5):338–340.

3. Des Jarlais DC, Semaan S: HIV prevention for injecting drug users: the first
25 years and counting. Psychosom Med 2008, 70(5):606–611.

4. Thorpe LE, Ouellet LJ, Hershow R, Bailey SL, Williams IT, Williamson J,
Monterroso ER, Garfein RS: Risk of hepatitis C virus infection among



Jordan et al. Harm Reduction Journal 2013, 10:10 Page 8 of 8
http://www.harmreductionjournal.com/content/10/1/10
young adult injection drug users who share injection equipment. Am J
Epidemiol 2002, 155(7):645–653.

5. World Health Organisation (WHO): Hepatitis C. Fact sheet No. 164. Geneva,
Switzerland: WHO; 2000. Retrieved from www.who.int/inf-fs/en/fact164.html.

6. Shepard CW, Finelli L, Alter MJ: Global epidemiology of hepatitis C virus
infection. Lancet Infect Dis 2005, 5(9):558–567.

7. Alter MJ: Epidemiology of hepatitis C virus infection. World J Gastroenterol
2007, 13(17):2436–2441.

8. Sylvestre DL: Treating hepatitis C in methadone maintenance patients: an
interim analysis. Drug Alcohol Depend 2002, 67(2):117–123.

9. Bruggmann P, Falcato L, Dober S, Helbling B, Keiser O, Negro F, Meili D:
Active intravenous drug use during chronic hepatitis C therapy does not
reduce sustained virological response rates in adherent patients. J Viral
Hepat 2008, 15(10):747–752.

10. Aceijas C, Rhodes T: Global estimates of prevalence of HCV infection
among injecting drug users. Int J Drug Policy 2007, 18(5):352–358.

11. Des Jarlais DC, Diaz T, Perlis T, Vlahov D, Maslow C, Latka M, Rockwell R,
Edwards V, Friedman SR, Monterroso E, Williams I, Garfein RS: Variability in
the incidence of human immunodeficiency virus, hepatitis B virus, and
hepatitis C virus infection among young injecting drug users in New
York City. Am J Epidemiol 2003, 157(5):467–471.

12. Matthews GV, Pham ST, Hellard M, Grebely J, Zhang L, Oon A, Marks P, van-
Beek I, Rawlinson W, Kaldor JM, Lloyd A, Dore GJ, White PA: Patterns and
characteristics of hepatitis C transmission clusters among HIV-positive
and HIV-negative individuals in the Australian trial in acute hepatitis C.
Clin Infect Dis 2011, 52(6):803–811.

13. Center for Disease Control and Prevention: Sexual transmission of
Hepatitis C virus among HIV-infected men who have sex with men —
New York City, 2005-2010. Morbid Mortal Weekly Rep 2011, 60(28):945–950.

14. Edlin BR, Carden MR: Injection drug users: the overlooked core of the
hepatitis C epidemic. Clinical Infectious Diseases: An Official Publication of
the Infectious Diseases Society of America 2006, 42(5):673–676.

15. Treloar C, Rhodes T: The lived experience of hepatitis C and its treatment
among injecting drug users: qualitative synthesis. Qual Health Res 2009,
19(9):1321–1334.

16. Pawlotsky JM: Hepatitis C, virus: from discovery to eradication in 40
years? Clin Microbiol Infect 2011, 17:105–106.

17. Schaefer M, Heinz A, Backmund M: Treatment of chronic hepatitis C in
patients with drug dependence: time to change the rules? Addiction
2004, 99(9):1167–1175.

18. Walley AY, White MC, Kushel MB, Song YS, Tulsky JP: Knowledge of and
interest in hepatitis C treatment at a methadone clinic. J Subst Abuse
Treat 2005, 28(2):181–187.

19. Grebely J, Genoway KA, Raffa JD, Dhadwal G, Rajan T, Showler G, Kalousek
K, Duncan F, Tyndall MW, Fraser C, Conway B, Fischer B: Barriers associated
with the treatment of hepatitis C virus infection among illicit drug users.
Drug Alcohol Depend 2008, 93(1–2):141–147.

20. Broers B, Helbling B, Francois A, Schmid P, Chuard C, Hadengue A, Negro F:
Barriers to interferon-alpha therapy are higher in intravenous drug users
than in other patients with acute hepatitis C. J Hepatol 2005, 42(3):323–328.

21. Doab A, Treloar C, Dore GJ: Knowledge and attitudes about treatment for
hepatitis C virus infection and barriers to treatment among current injection
drug users in Australia. Clinical Infectious Diseases: An Official Publication of the
Infectious Diseases Society of America 2005, 40(Suppl 5):S313–S320.

22. Hagan H, Latka MH, Campbell JV, Golub ET, Garfein RS, Thomas DA, Kapadia
F, Strathdee SA: Eligibility for treatment of hepatitis C virus infection
among young injection drug users in 3 US cities. Clinical Infectious
Diseases: An Official Publication of the Infectious Diseases Society of America
2006, 42(5):669–672.

23. Swan D, Long J, Carr O, Flanagan J, Irish H, Keating S, Keaveney M, Lambert
J, McCormick PA, McKiernan S, Moloney J, Perry N, Cullen W: Barriers to
and facilitators of hepatitis C testing, management, and treatment
among current and former injecting drug users: a qualitative
exploration. AIDS Patient Care STDS 2010, 24(12):753–762.

24. Morrill JA, Shrestha M, Grant RW: Barriers to the treatment of hepatitis C.
J Gen Intern Med 2005, 8(20):754–758.

25. Stoove MA, Gifford SM, Dore GJ: The impact of injecting drug use status
on hepatitis C-related referral and treatment. Drug Alcohol Depend 2005,
77(1):81–86.

26. National institutes of health consensus development conference statement:
management of Hepatitis C: 2002. Hepatology 2002, 36(Suppl):S3–20.
27. Edlin BR: Prevention and treatment of hepatitis C in injection drug users.
Hepatology 2002, 36(5 Suppl 1):S210–S219.

28. Zanini B, Covolo L, Donato F, Lanzini A: Effectiveness and tolerability of
combination treatment of chronic hepatitis C in illicit drug users: meta-
analysis of prospective studies. Clin Ther 2010, 32(13):2139–2159.

29. Fleishman JA, Yehia BR, Moore RD, Gebo KA, Agwu AL: Disparities in
receipt of antiretroviral therapy among HIV-infected adults (2002–2008).
Med Care 2012, 50(5):419–427.

30. Lillie-Blanton M, Stone VE, Snow Jones A, Levi J, Cohen M, Hessol NA,
Wilson TE: Association of race, substance abuse, and health insurance
coverage with use of highly active antiretroviral therapy among HIV-
infected women, 2005. Am J Public Health 2010, 100(8):1493–1499.

31. Strauss SM, Astone-Twerell J, Munoz-Plaza CE, Des Jarlais DC, Gwadz M,
Hagan H, Osborne A, Rosenblum A: Drug treatment program patients'
hepatitis C virus (HCV) education needs and their use of available HCV
education services. BMC Health Serv Res 2007, 7(1):39.

32. Rhodes T, Davis M, Judd A: Hepatitis C and its risk management among
drug injectors in London: Renewing harm reduction in the context of
uncertainty. Addiction 2004, 99(5):621–633.

33. Heimer R, Clair S, Grau LE, Bluthenthal RN, Marshall PA, Singer M: Hepatitis
associated knowledge is low and risks are high among HIV aware
injection drug users in three US cities. Addiction 2002, 97(10):1277–1287.

34. Lally MA, Montstream-Quas SA, Tanaka S, Tedeschi SK, Morrow KM: A
qualitative study among injection drug using women in Rhode Island:
attitudes toward testing, treatment, and vaccination for hepatitis and
HIV. AIDS Patient Care STDS 2008, 22(1):53–64.

35. O'Brien S, Day C, Black E, Dolan K: Injecting drug users' understanding of
hepatitis C. Addict Behav 2008, 33(12):1602–1605.

36. Lelutiu-Weinberger C, Puget ER, Des Jarlais DD, Cooper HL, Scheinmann R,
Stern R, Strauss SM, Hagan H: A meta-analysis of the hepatitis C virus
distribution in diverse racial/ethnic drug injector groups. Social Sciene
Medicine 2009, 68(3):579–590.

37. Glaser BG: Basics of grounded theory analysis: emergence vs. forcing. Mill
Valley, Ca: Sociology Press; 1992.

38. Nelson PK, Mathers BM, Cowie B, Hagan H, Des Jarlais DC, Horyniak D,
Degenhardt L: Global epidemiology of hepatitis B and hepatitis C in
people who inject drugs: results of systematic reviews. Lancet 2011,
378(9791):571–583.

39. Strathdee SA, Latka M, Campbell J, O'Driscoll PT, Golub ET, Kapadia F, Pollini
RA, Garfein RS, Thomas DL, Hagan H: Factors associated with interest in
initiating treatment for hepatitis C virus (HCV) infection among young
HCV-infected injection drug users. Clinical Infectious Diseases: An Official
Publication of the Infectious Diseases Society of America 2005,
40(Suppl 5):S304–S312.

40. Munoz-Plaza CE, Strauss S, Astone-Twerell J, Des Jarlais DC, Gwadz M,
Hagan H, Osborne A, Rosenblum A: Exploring drug users' attitudes and
decisions regarding hepatitis C (HCV) treatment in the U.S. Int J Drug
Policy 2008, 19(1):71–78.

41. Zickmund S, Hillis SL, Barnett MJ, Ippolito L, LaBrecque DR: Hepatitis C
virus-infected patients report communication problems with physicians.
Hepatology 2004, 39(4):999–1007.

42. Deuffic-Burban S, Poynard T, Sulkowski MS, Wong JB: Estimating the future
health burden of chronic hepatitis C and human immunodeficiency
virus infections in the United States. J Viral Hepat 2007, 14:107–115.

43. Morgan R, Baack B, Smith BD, Yartel A, Pitasi M, Falck-Ytter Y: Eradication of
Hepatitis C Virus Infection and the Development of Hepatocellular
Carcinoma: a Meta-analysis of Observational Studies. Ann Intern Med
2013, 158:329–337.

44. Masson CL, Delucchi KL, McKnight C, Hettema J, Khalili M, Min A, Jordan AE,
Pepper N, Hall J, Hengl N, Young C, Shopshire MS, Manuel J, Coffin L, Hammer H,
Shapiro B, Seewald RM, Bodenheimer H, Sorensen JL, Des Jarlais DC, Perlman DC:
A randomized trial of a Hepatitis care coordination model in Methadone
maintenance treatment. Am J Pub Health 2013. In Press.

doi:10.1186/1477-7517-10-10
Cite this article as: Jordan et al.: Perceptions of drug users regarding
Hepatitis C screening and care: a qualitative study. Harm Reduction
Journal 2013 10:10.

http://www.who.int/inf-fs/en/fact164.html

	Abstract
	Background
	Methods
	Results
	Conclusion

	Background
	Methods
	Study participants
	Qualitative data analysis

	Results
	HCV testing
	Experiences with HCV post-test counseling and referrals
	Experiences with HCV treatment evaluations
	Perceptions of HCV treatment
	Implications of drug use

	Discussion
	Competing interests
	Authors’ contribution
	Acknowledgments
	Author details
	References

