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Abstract: Substance-use disorders are a public health crisis globally and carry with them sig-
nificant morbidity and mortality. Stigma toward people who abuse these substances, as well as
the internalization of that stigma by substance users, is widespread. In this review, we synthesized
the available evidence for the role of perceived social stigma and self-stigma in people’s willing-
ness to seek treatment. While stigma may be frequently cited as a barrier to treatment in some
samples, the degree of its impact on decision-making regarding treatment varied widely. More
research needs to be done to standardize the definition and measurement of self- and perceived
social stigma to fully determine the magnitude of their effect on treatment-seeking decisions.
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Introduction

Alcohol-use disorders (AUDs) and drug-use disorders (DUDs) are issues of great con-
cern to public health officials around the world. According to the World Drug Report,
31 million adult drug users across the globe suffer from a DUD, and the number of
deaths from drug overdose has been rising.! Indeed, in the USA alone, deaths from
overdoses of heroin or other opioids have quadrupled since 2010.? Although much of
this trend is attributable to increases in the use of pharmaceutical opioids, legal sub-
stances, such as alcohol, are also problematic. Globally, 16% of individuals 15 years
of age or older reported participating in episodes of heavy alcohol consumption in
2014, and 5.9% of all deaths that year were caused by alcohol use.? In the USA, 15.1
million adults over the age of 18 years had an AUD in 2015.*

Despite the potentially lethal consequences of DUDs and AUDs, it has been
estimated that fewer than one in six individuals worldwide receives treatment each
year.! Within the USA, the National Epidemiologic Survey on Alcohol and Related
Conditions estimated that rates of treatment seeking during the first year of disorder
onset were 13% for drug dependence, 2% for drug abuse, 5% for alcohol dependence,
and 1% for alcohol abuse.’ Previous work has identified a number of treatment bar-
riers that contribute to these low utilization rates. These barriers include systematic
issues (ie, features endemic to the health care system), such as high costs of treatment,
poor coordination among health care providers, inconvenient service hours, delays in
access (ie, lengthy waiting times to see providers and lengthy waits for acceptance
into treatment programs), and shortages of programs.®!* Nonsystematic treatment
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barriers (ie, characteristics of individuals rather than the
health care system) include denial of a problem,®!*!¢ lack
of knowledge of treatment options,*® and dislike of avail-
able treatment options stemming either from doubts about
the treatment model being offered or the perceived daily
burden of participating in treatment.® Perceived burden is
a particularly common complaint among opioid users in
methadone maintenance treatment, which requires a daily
time commitment to participate successfully.!”

One type of barrier that is believed to be particularly
impactful for those in need of treatment for AUDs and DUDs
is stigma. Stigma is a complex construct that can come
from many sources and may manifest as a barrier in several
ways. Perceived social stigma is one type of stigma in which
a person recognizes and believes that their society holds
prejudicial beliefs that will result in discrimination against
them.'® Perceived social stigma can act as a systematic bar-
rier when those to whom substance users turn for help (eg,
primary-care providers) react with negative judgments and
even disgust. Indeed, there is evidence not only that primary-
care providers do not feel prepared to deliver appropriate care
to those with substance-use issues, such as AUD and DUD, "’
but also that health care professionals in general may have
negatively biased views of these individuals that include
beliefs that such individuals are violent, manipulative, and
poorly motivated to change.? Such reactions to substance
users may be so subtle that they are felt by the substance user,
but are otherwise ineffectual, or they may be accompanied
by more direct disparities in care (eg, differential care pat-
terns after acute myocardial infarction).?! These attitudes
may also directly impact the behaviors of drug and alcohol
users, as research has shown that individuals who experience
discrimination are much more likely to engage in behaviors
that are harmful to their health.?? Finally, perceived social
stigma may become internalized and result in self-stigma (ie,
the personal endorsement of stereotypes about oneself and
the resulting prejudice and self-discrimination).'®

Various types of stigma can also act as nonsystematic bar-
riers. Public stigma against substance abuse is common? and
can deter people with a variety of mental health conditions,
including substance-related conditions, from seeking help,
due to feelings of embarrassment or shame.'*!¢ Self-stigma
can also deter treatment when it results in loss of self-respect
and questioning the point of trying to get better.>* At least one
review has found that attitudinal barriers, a category including
stigma, were more important in predicting nontreatment than
financial barriers.”> However, note that this review was limited
in scope to papers produced from one nationwide longitudinal

study, while there have been a number of other studies that have
examined this issue. The purpose of the current paper is to pro-
vide a broader review of the literature examining the impact of
perceived social stigma and self-stigma on treatment-seeking
decisions, including expressed desire to enter treatment.

Methods

Search strategy

A systematic search of the literature was carried out to
identify articles related to perceived social stigma and self-
stigma related to seeking treatment for AUDs and DUDs.
The PubMed, Scopus, and PsycInfo databases were searched
first in September 2016. Our initial search used the following
terms: (“social stigma” OR self-stigma) AND (dependence,
addiction, OR abuse). We then expanded our PubMed search
by adding the MeSH terms “shame” and “substance-related
disorders”, producing the following search string: (“shame”
[MeSH] OR “social stigma” OR self-stigma OR stigma)
AND “substance-related disorders” (MeSH). We then also
expanded our PsycInfo and Scopus searches to the following:
(shame OR “social stigma” OR self-stigma OR stigma) AND
“substance-related disorders” OR “drug abuse” OR “drug
dependence” OR “alcohol abuse” OR ““alcohol dependence”
OR addiction OR “substance abuse”. References identified
within publications and thought to be relevant were added
to the corpus of articles for further screening. Due to the
time lapse between the initial search and finalization of the
manuscript, the search was repeated on July 27, 2018.

Selection of literature

After discarding of duplicates and articles not available in
English (due to lack of translation resources), at least two
people examined the title and abstract of each article for
relevance to the review questions. Next, the bodies of the
remaining papers were reviewed. Opinion pieces, conference
abstracts, case reports, case series, commentaries, and review
articles or book chapters without original research reported
were excluded, as were studies that did not have people who
used psychoactive substances as subjects or that did not
explicitly link social or self-stigma to treatment seeking.
We included articles that were original empirical work and
explicitly linked stigma (of any type, as terminology varied
or was vague in many studies, ie, did not specify a type of
stigma) or stigma-like constructs (ie, shame,' embarrassment,
need for secrecy) to either the desire to seek treatment or
actually seeking treatment for alcohol or drug use. Stigma-
like constructs were included because in many articles stigma
was a loosely defined concept that was discussed in terms of
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being ashamed or embarrassed for others to find out about
problematic drug or alcohol use, but not necessarily precisely
worded during measurement. We also included both articles
that specified diagnoses of AUD or DUD and those that ref-
erenced problematic alcohol or drug use in the absence of
an official diagnosis. We did not screen articles based on the
legality of the substance. We did exclude studies that looked
solely at nicotine dependence, as this was not the target of
this review. Because we aimed to be as inclusive as possible,
we did not exclude articles based on quality of evidence, but
rather critiqued articles as appropriate in our analysis.

All authors participated in initial screening before the
primary author and KC reviewed them again to ensure
completeness. Disagreements, if any, were resolved through
discussion and consensus. The PRISMA flowchart for selec-
tion of articles is shown in Figure 1.

)

Data extraction

Tables 1 and 2 contain overall summaries of all articles. For
each article, we extracted reference information, location,
sample size, participant demographics, relevant constructs
measured in the study, and results relevant to this review. For
qualitative articles (Table 1), we extracted analysis approach,
while for quantitative articles (Table 2), we extracted con-

struct-measurement tools.

Results

Figure 1 illustrates the literature-identification and -screening
process. Of 6,139 articles considered, 64 were included in the
final review. A total of 31 qualitative articles are summarized
in Table 1, and 33 quantitative articles are summarized in
Table 2. Note that “perceived stigma” is based upon subjec-
tive reports, and thus does not bear on this issue of whether

_J

Figure | PRISMA flow diagram.
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