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Abstract

Aims

The Lives of Substance (LoS) website presents personal experiences of drug use and
‘addiction’ in people’s own words as part of a larger project of complicating public
discourses of addiction, countering stigmatising misconceptions and acting as an intervention

in the social production of addiction. This article presents the findings of a mixed-method



evaluation of the website, and comments on some of the methodological and practical

challenges of evaluating health-related online information resources.

Method
Three data sources were used to examine: the reach of the website (website analytics):
experiences of the website audience (responses to an evaluation survey on the website); and,

other indicators of use and impact (including social media referrals and organisational links).

Results

In the 10 week evaluation period, 3970 unique users visited the website. Comments provided
via the online survey endorsed the website as a means of challenging stereotypes and as
presenting drug use as only a ‘part of a person’s whole life’. Twenty-four organisations had

linked to the website and 987 social media referrals were recorded.

Conclusion
These data indicate that the LoS website is having some success as a resource for countering
addiction-related stigma and offering more holistic and inclusive social understandings of

addiction.
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Lives of Substance: A mixed-method evaluation of a public
information website on addiction experiences

Introduction

This paper describes the development and evaluation of an innovative new website featuring
personal accounts of alcohol and other drug addiction, presented in people’s own words. The
website, livesofsubstance.org, was developed by the authors as one outcome of a research
project funded by the Australian Research Council. The site was designed as a. means of
presenting the findings for workforce and public audiences. Drawing on qualitative
interviews, livesofsubstance.org offers a range of personal stories drawn from 60 adults living
in Australia who describe themselves as having an alcohol or other drug addiction,
dependence or habit. The personal stories are presented in.the form of de-identified
participant biographies, carefully reconstructed from the in-depth interview material. Also
presented are key themes found in the interyiews; including everyday life with an addiction,
dependence or a drug habit, managing regular drug use, coping with stigma and
discrimination, and seeking help or initiating change. Using original audio recordings, video
re-enactments and text extracts from the interviews, the website presents these experiences

accessibly and vividly, showing participants as whole people with complex rich lives. Further
details of the theoretical and methodological underpinnings of the website have been elaborated in
previous articles (see Pienaar et al., 2015, which describes the website as an intervention in the social
production of addiction; and Pienaar & Dilkes-Frayne, 2017, which discusses the methodological

decisions guiding the composition of the website biographies).

Before describing the website evaluation findings, it is necessary to provide some

background to the development of the website and its evaluation by situating it within the



social science literature on addiction. Concepts of addiction vary across time and place and
the term ‘addiction’ itself is heavily contested, its meaning subject to continual revision
(Keane, 2002; Room, Hellman, & Stenius, 2015). How addiction is understood in the medical
domain is in flux, with changes occurring in diagnostic criteria in recent times (Dwyer &
Fraser, 2016b; Fraser, Moore, & Keane, 2014; Room, 2011) and as neurobiological disease
models gain prominence (Vrecko, 2010). Researchers find defining addiction as a stable
condition or disease difficult, and many resort to broad multifactorial models as a means of
preserving the category (Griffiths, 2008, 2009; Halkitis, 2009; Martin, Weinbergy Bealer, &
Martin, 2007). Many criticise neurobiological accounts, drawing attention to the limits and
potentially deleterious effects of treating addiction as a brain disease (Carter & Hall, 2012;
Dingel, Karkazis, & Koenig, 2011; Kalant, 2009; Morphett, Carter, Hall, & Gartner, 2017,
Vrecko, 2010). There is also a body of transdisciplinary research that seeks to bridge
biomedical and social scientific conceptions of addiction, highlighting the complexity of
‘addiction issues’ and the value of bringing different disciplinary insights to bear on efforts to
understand and address these issues{(Greaves, Poole, & Boyle, 2015; Kaye, 2012; Kushner,

2010).

Outside the academic domain, popular accounts of addiction circulate constantly in the
media, including depictions of high profile individuals, or celebrities presented as affected by
addiction (Seear & Fraser, 2010; Tiger, 2015). With the advent of social media and online
sources, lay experiences of addiction are also being increasingly widely promulgated (Dwyer
& Fraser, 2016a; Pienaar et al., 2015). What is common across these different portrayals is
the reliance on stigmatising and stereotypical narratives of trauma, collapse and redemption

that characterise addiction as a uniformly pathological trajectory (Ahern, Stuber, & Galea,



2007; Brener, von Hippel, von Hippel, Resnick, & Treloar, 2010; Fraser & valentine, 2008;
Radcliffe & Stevens, 2008; Room, 2005; Treloar & Holt, 2006). By extension, as critical
social research has shown, those seen as affected by addiction are stereotyped in these
accounts as chaotic, disordered and incapable of exercising agency (Fraser & Moore, 2008;
Seddon, 2007). Baseless public fears and negative reactions to drug use have a profound
impact on people who use drugs and can act as a barrier to seeking help where it is desired
and contribute to ongoing health inequalities (Hatzenbuehler, Phelan, & Link, 2013; Lloyd,
2013; van Boekel, Brouwers, van Weeghel, & Garretsen, 2013). Critical scholarship on drug
use and addiction challenges these stereotypes by demonstrating that simplistic equations of
addiction with compulsion and loss of control are socially and culturally constituted, rather
than natural or inevitable (Berridge, 2013; Room, 2003; Weinberg, 2002). Destigmatisation
efforts have been called for in the public, media, police and treatment spheres to challenge
stereotypes and negative language, encourage people to speak out about their personal
experiences, and address the negative effects.of marginalisation (Livingston, Milne, Fang, &

Amari, 2012; Lloyd, 2013; Tindal, Cook, & Foster, 2010).

Building on this socio-cultural research, other scholars have tracked how addiction functions
as a powerful mechanism of social control to classify and discipline subjects (Fraser, 2006;
Fraser & valentine, 2008; Netherland, 2011; Smith, 2010). This body of literature offers
valuable insights into the social production of addiction but it leaves open the question of
how addiction takes shape through personal experiences of regular drug use and the meanings
people attach to these. Moreover, what has largely been missing, until recently, is a scholarly
and critical social science of drug use and addiction that allows for a greater range and

diversity of experience and outcome (Weinberg, 2011). Addressing this issue, Fraser et al.



(2014) challenge conventional understandings of addiction, which treat it as an established
medical fact or pre-existing problem with predictable, measurable individual and societal
costs. Instead they theorise addiction as an unstable phenomenon made in practice, including
through our efforts to understand it and, importantly for our purposes, through individual but

socially shaped experiences of drug use (Fraser et al., 2014).

Aiming to address gaps in public understandings and contribute to the growing body of
critical scholarship on addiction, the project on which livesofsubstance.org was based began
in 2014. Funded by the Australian Research Council and drawing on the expertise of a large
national advisory panel, the project collected the personal accounts of people who describe
themselves as having an alcohol or other drug addiction, dependence or habit. A
collaboration with Healthtalk Australia, an Australian research consortium that conducts
qualitative research into personal experiences of health and illness, the project used a research
methodology developed by Oxford University’s Health Experiences Research Group (Health
Experiences Research Group (HERG), 2010). Following this methodology, purposive data
collection and in-depth qualitative interviewing were used to collect personal accounts from
60 people who responded to a recruitment flyer that opened with the question: ‘Do you
consider yourself to have a drug habit, dependence or addiction?” Those who responded were
screened to ensure they reported a pattern of alcohol or other drug consumption that would
qualify them for a diagnosis of ‘substance use disorder’ or ‘dependence syndrome’, the terms
for ‘addiction’ in two influential diagnostic instruments, namely the Diagnostic and Statistical
Manual (DSM-5) (American Psychiatric Association, 2013) and the International
Classification of Diseases (ICD-10) (World Health Organization, 1992). They were also

screened to ensure variation in gender, age, drug type(s) consumed, and treatment



experiences. The study was approved by [omitted] Human Research Ethics Committee (HR

55/2014). All participants provided informed written consent.

Following an open-ended invitation to ‘tell us their story’, they were asked about their
experiences of living with an alcohol or other drug habit, dependence or addiction, including
the terms they use for their own experiences, how consumption fits into daily life, managing
health and well-being and future plans. Interviews were audio-recorded and transcribed
verbatim. To protect participant identities, each was given a pseudonym and-all identifying

details were removed from the transcripts.

The interview data were then carefully analysed to-create a rigorously produced dataset for a
new online resource, livesofsubstance.org. The.aim was to 1) present a more nuanced and
sophisticated public discussion of addietion;'and 2) make an original contribution to the
social and cultural production of addiction concepts (Pienaar et al., 2015). In doing so, the
project theorised addiction as a socially and historically contingent phenomenon, one that
emerges through, ratherthan precedes, particular social norms and practices, such as public
debate (Fraser et.al.;.2014). The website was designed to engage diverse audiences including

people with experience of drug use, family members, health workers and policymakers.

In developing the website content, participant biographies (or ‘Personal stories’) were
reconstructed from the interview material, and care was taken to exclude identifying or
sensitive details. Importantly, all participants were given the opportunity to check and

approve the biographies produced from their interviews. Designed to present a variety of



experiences, the biographies avoid typical ‘rock bottom to redemption’ narratives and include
participants’ accounts of the pleasurable and beneficial aspects of drug use as well as its
difficulties and challenges (Pienaar et al., 2015). On the website, each participant biography
is accompanied by several video re-enactments, original audio clips or text extracts from the
interview. Also presented are summaries of key topics (e.g., “What is addiction or
dependence?, ‘Dealing with stigma and discrimination’, ‘Everyday life with an addiction;
dependence or drug habit’, ‘Looking after health and well-being’, ‘Treatment, self-help and
other responses’) with clips to illustrate main points. The project was conducted within a
framework of engagement — key stakeholders, including representatives from drug user
organisations, service providers and policymakers were convenedto form an advisory panel
that met twice a year. They provided important input into participant recruitment, data
collection and analysis, and dissemination of findings: They also provided quality assurance
of the material presented on the website, including reviewing selected biographies and

summaries of key topics.

In this paper we present an evaluation of livesofsubstance.org to examine its progress towards
the overall aims of theproject, that is, to enhance public discussions of addiction, counter
stigmatising misconceptions and promote understanding of the diverse experiences of those
who see themselves as affected by it. In presenting a wide range of experiences, our aim was
not to dismiss or minimize individual suffering and struggles. Rather, in articulating these
experiences, we sought to present them in the context of people’s whole lives. Doing so
draws attention to the ways in which addiction experiences and their effects are bound up
with other social and political issues, such as marginalisation, poverty, violence, isolation,
stigma and institutional neglect. The evaluation’s mixed method approach drew on the

following components: (1) website analytics to identify the number of website users, page



views, sessions and proportion of new sessions; (2) responses to the embedded survey; (3)
other indicators of reach and impact such as links to the website from other sites, social

media mentions and inclusion in professional sector newsletters.

Method

The evaluation of a public facing resource such as livesofsubstance.org presents many
challenges. Most obviously, evaluation processes can interfere with low threshold access to
the site. Comprehensive evaluation of a ‘live’ site via sign-up or lengthy compulsory
questionnaires can deter visitors and engagement. Rather than seeking toelicit responses
from specific groups or create samples from clinic populations —the approach taken in
previous evaluations of HealthtalkOnline projects (Newman, Ziebland, & Barker, 2009;
Rozmovits & Ziebland, 2004; Sillence, Briggs, & Herxheimer, 2003) — this evaluation
proceeded ‘naturalistically’, discreetly inviting.those who found their own way to the website
to take part in a short survey. In addition to the survey the evaluation drew on a range of
methods to examine the reach of the website, experiences of the website audience, and other
indicators of use and impact (from social media, organisational referrals etc.). In these

respects the evaluation sought to reflect ‘real life’ use.

Livesofsubstance.org was launched at a public event on 7 October 2016, augmented by a
promotional campaign involving distribution of hard and soft copy notices via professional
network newsletters; satchel inserts at a national alcohol and other drug conference; social
media posts; and a direct mailout of posters and postcards to local health services,
community-based organisations, alcohol and other drug treatment services, drug user groups
and harm reduction and advocacy organisations. Media appearances were made by team

members describing the website and the launch events. Members of the project advisory



panel and team also circulated the promotional materials to their networks. In line with the
engagement principles and activities of this project, the launch of the website featured
reflections from two people with personal experience of drug use, namely Jenny Kelsall,
Chief Executive Officer of Victoria’s drug user peer advocacy organisation Harm Reduction
Victoria and Kate Holden, the author of a well-known Australian memoir on her own drug
use (Holden, 2005). The involvement of these people also provided a means to promote the

website to different audiences.

Website analytics: Before going live, the website was registered with Google webmaster’s
online ‘Search console’ tool to allow tracking of links to it from other sites and monitor its
performance. A sitemap was submitted via the online search console to aid indexing the site
and to optimise its searchability. A Google Analytics tracking code was embedded in the site

and an analytics account created to track and report website traffic.

Evaluation survey: The website’s home page included an invitation to provide comment on
the survey via a short online survey. The survey was promoted on social media for one month
following the launch of the site. To preserve low threshold access to the website and address
concerns about participant burden, the survey was brief and anonymous. Survey participants
wete asked to indicate why they were interested in the site, which parts were most helpful or
informative, the assistance provided by the site, whether they would recommend it to others,
what could be improved and any other comment they wished to make. Age and gender were
also recorded. The resulting data were examined using basic statistics (frequencies). The
additional qualitative comments made by survey participants were analysed thematically

according to the aims of the website. Close attention was paid to comments that touched on
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discourses of addiction and challenges to these. Comments relating to functionality of the
website were useful for guiding updates and design improvements to the site, but are not
within scope of this paper. Given the authors’ role in developing the website, particular
attention was paid to examining comments that presented negative, critical or dissenting

VIEWS.

Other measures of reach and impact: As this project was conducted within an-engagement
framework, the uptake of the website is a significant factor to explore.in evaluation. Regular
monitoring of the website’s performance was managed using Google webmaster tools, which
provides an online portal showing the top domains linking to.a website, and Google
Analytics, which tracks and reports website traffic. Social' media referrals were also tracked
using Google Analytics. Links were collated by relevant organisation (research, service
provider and community-based), social media referrals (e.g. Twitter and Facebook), mentions
in newsletters of professional networks and other indicators of use (such as in teaching

tertiary-level courses).

Results

Site analytics: Visits to livesofsubstance.org were recorded for approximately 10 weeks from
one week prior to launch. In that time, 3970 unique users were recorded. They viewed 15,803
pages in 5681 sessions. Approximately 60% of these were new sessions. Visitors viewed an
average of 2.77 pages per session and the most popular pages were the Personal Stories and
Resources and Information pages with most visitors navigating from the homepage to these

pages. The average session duration was 3.45 minutes.
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Evaluation survey: The passive recruitment strategy and short recruitment period of one
month produced 60 survey responses. Equal proportions identified as male and female (47%)
and 7% indicated ‘other’. Most participants (93%) were aged more than 30 years. Almost all
(93%) indicated they would recommend this site to others. Interest in the website was related
to professional role, with 33% indicating that they were interested because they worked.in the
alcohol and other drugs sector and 20% indicating that they were a student or researcher
(multiple responses allowed). Fewer people indicated that their interest in the site was related
to their own (13%) or others’ drug use (13%). This indicates the early promotional reach
mainly to professional audiences. When indicating which parts of the website were most
useful or informative, the most frequent response was the personal stories (75%) — a finding
that corroborates Google Analytics statistics showing that the Personal Stories pages are the
most popular among site visitors. Participants were asked to indicate how the website had
helped them understand or respond to addiction. The most commonly endorsed response was
‘Learning about people’s experiences of self-help, treatment or changing consumption

practices’ (58%) (Table 1).

In the comments provided by survey participants three main themes arose: challenging
stereotypes; authentic representation; and personal impact and use of the website. The
website’s aim was to go beyond ‘narrow formulations that offer only shame and
renunciation’ (Pienaar et al., 2015) (p 8). Many survey participants praised the website for
challenging stereotypes by expanding narrow portrayals of drug use and presenting drug use

within the context of whole lives and personal aspirations. These comments reflect an
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awareness of the pernicious stigma associated with drug use and point to the value of

resources that assert the equal worth of the lives of people who use drugs.

I like the way that drug use is not positioned as the central defining feature of the
people on the site. It's good to highlight how drug use is part of a person's whole life
which is a complex and worthwhile as the lives of those who do not use drugs.

(participant #25)

This site is extremely valuable as it shows the diversity of experienees of addiction. It
challenges stereotypes by presenting individuals who regularly consume substances as

whole persons with rich and complex lives. (participant #28)

I liked that the stories I read did notall end with °...and then I stopped using and my
life got better.” I believe that the more society acknowledges that positive change can
occur regardless of use, the more people will feel prepared to enact some of those

changes in their lives. (participant #59)

However, one or two participants were less sure of the website’s ability to destigmatise.
Because addiction is stigmatised in Australia, and people associated with it face
discrimination, the website’s interview material was altered to protect the identities of
participants. Notably the video clips presented on the website were produced using
professional actors who re-enacted the original interview material. The actors were drawn
from a diverse range of ethnicities, ages and other backgrounds (to closely reflect the range of

study participants), and attention was paid to avoiding stereotypical depictions of people who
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use drugs as poor, unwell or uneducated. Still, some survey participants suggested that the

use of actors tended to homogenise the presentation of stories.

Because actors are used, I'm not sure whether people from a range of backgrounds
would necessarily identify with what the characters say — the few actors I viewed
sounded too educated, white, well-turned out. This is positive as it debunks addicts

being down-and-out, but it has drawbacks. (participant #46)

One other survey participant expressed concern that the website might reinforce the stigma

associated with drug use in assuming the need for anonymity.

if its about decreasing stigma, how about doing it:5o we (as users) don't have to hide

e.g. behind actors. (participant #44)

The potential applications and impact of'the website was the third major theme in the
comments of survey participants. Two main sub-themes were apparent in these responses: the
impact on people who use drugs or those close to them and the usefulness of the website for
people working in'the field. Two survey participants indicated that that they had also taken
part in the Lives of Substance project itself (and their stories were thus on the website). Both
were supportive of the project and its aims. Participant #40 acknowledged that she was ‘not
quite ready to share’ her experiences of drug use with friends, but taking part in the study had
been a significant ‘milestone’ for her. Others reported that the website reduced their sense of

social isolation by presenting stories from people with similar experiences.
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I was a participant in this project and am excited and relieved to be part of something
that gives voice to the lived experience of substance users in all its myriad

complexity. (participant #21)

[I] don't feel alone knowing that others have experienced what im [sic] dealing with.

(participant #35)

According to the survey results, the website had been shared and used by participants in a
range of ways relevant to their circumstances. Many comments were made about the
usefulness of the website, and its value as a tool for combating addiction-related stigma. One
participant reported sharing the site with peers in addiction self-help groups, specifically

noting the importance of its role in tackling stigma:

I have shared this site with my‘contacts within AA and NA, and really feel that this
research will start to unlock the stigma and discrimination towards drugs and

addiction. (participant #18)

Also reflecting on her own practices and judgements of those who use drugs, participant #50
noted that the ‘balanced view’ of LoS helped to challenge her ‘stereotypical’ responses to

people who use drugs. Finally, the usefulness of the website as a teaching aid was also noted.

People with substance dependency have featured in my life and response has been the

stereotypical one. I have been harshly judgmental and have condemned the user. This
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website presents a really balanced view people who describe themselves as addicted

or dependent on substances. (participant #11)

I'm an academic who teaches teachers and drug abuse is a problem at many schools,
so I hoped the website would give me fresh ideas about tackling this issue.

(participant #46)

This is a brilliant resource — thanks. I provide AOD-related. training in a workforce
development capacity and the audio and video clips will be a wonderful way to

illustrate information/concepts in presentations (participant #4)

Other indicators of reach and impact: Atthetime of writing, 24 organisations had linked to
livesofsubstance.org from their own website. These comprised four harm reduction
organisations (two international and two Australian), two national alcohol and other drug
policy and advocacy organisations, five alcohol and other drug services (one international
and four national), three health services (two national and one state-based), one national
community organisation, three media agencies, five research and/or higher education
organisations and one drug law reform blog. In addition to being important indicators of
reach and uptake, links from other organisations build the site’s credibility and authority,

which in turn helps to increase its search engine ranking over time.
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In the 10 week reporting period (from when the site went live to 7 December 2016) the
website also attracted significant attention on social media with 987 social media referrals,
the majority of which were from Facebook (68%) and Twitter (27%). In addition to the social
media coverage, members of the research team also conducted two radio interviews about the
project and website, one with Australia’s public broadcaster, the ABC, and the other with a
state-based radio station. This is part of an ongoing program to publicise the website to
members of the public, including people affected by addiction issues and their family.and

friends.

At the time of writing, content from the site was being used at an Australian university in an
undergraduate course on ‘Drugs and Addiction’ to facilitate discussion on narratives and
counter-narratives of drug use. Plans were underway to integrate a selection of the audio
recordings and video re-enactments into a Masters of Addictive Behaviours course at a
second Australian institution to generate discussion on the role of stigma in the lives of

people who use drugs and how to combat it.

Discussion

There is a global move towards recognising the impact of research and reflecting the multiple
ways in which knowledge is generated and used, beyond traditional academic measures
(Greenhalgh, Raftery, Hanney, & Glover, 2016). While this research project also produced
traditional academic outputs (Dilkes-Frayne, Fraser, Pienaar, & Kokanovic, 2017; Fraser et
al., 2017; Moore, Pienaar, Dilkes-Frayne, & Fraser, 2017; Pienaar & Dilkes-Frayne, 2017;

Pienaar et al., 2015; Pienaar et al., 2016), livesofsubstance.org was its main public output:

17



aimed at a wider audience and with the aim of intervening in public understandings of
addiction. The question of how to evaluate these efforts is a challenging one. While
evaluation methods for the content and format of specific resources provide some guidance
(Hawton et al., 2012), and progress has been made in efforts to provide contextual
evaluations of complex policy interventions (Pawson, Greenhalgh, Harvey, & Walshe, 2005)
and the use of web-based resources in clinical trials (Eysenbach G, 2011), initiatives such'as
livesofsubstance.org, which have broad social agendas, remain difficult to evaluate. This
evaluation used a variety of methods to tie together information about the reach of the
website, audience experience and endorsement by other relevant organisations (Neiger et al.,
2012). In particular, audience experience was examined in relation.to-the website’s specific
social goals, that is, its aim not just to ‘provide information’ but to encourage reflection on
the meaning of ‘addiction’ as visitors encounter experiences rarely associated with the term

in public discourse.

Survey participants strongly endorsed the website’s capacity to address stigma associated
with addiction. The comments highlight an ongoing need to combat addiction-related stigma
and incidentally make the link to reforming prohibitionist drug laws so that people can share
their experiences publicly with potentially less fear of discrimination and/or the threat of
legal action. These comments also highlight that people who experience addiction struggle to
be aceepted as authentic citizens with lives that are valued and considered ‘worthy’ (Fraser,
2010; Petersen, Davis, Fraser, & Lindsay, 2010). Such comments endorse the larger ‘project’
of livesofsubstance.org as a social intervention to reformulate social understandings of
addiction. It remains to be seen how this website, supported by ongoing promotion and
dissemination, can further affect how addiction is understood and presented in popular, health

service and policy spheres.
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As an additional measure of the website’s impact and uptake, site analytics and information
about the organisations that linked to the LoS website were also collected. Without access to
comparative data for similar public information websites, it is difficult to assess these data.
The early interest shown by survey participants with a professional interest indicates the
promotion of the site during this period (via professional networks). Although
livesofsubstance.org was publicly accessible, it was not easily findable as it took:about five
months to achieve visible ranking in Google search results. However, for anew website yet
to establish its domain authority and achieve a visible search engine ranking, the data show
promising indicators of the website’s future performance as a reliable, authoritative online
information resource. While links to the website from othér organisations can be treated as a
measure of impact, they are also of course a means of promoting the site and generating
additional engagement. In addition, given the issues of reputation and risk management that
emerge for research teams and universities:\when entering controversial public debate in an
active way, the endorsement provided via-organisational links is useful in affirming the
website’s credibility and legitimacy as a public information resource. Similarly, the social
media metrics indicate-that, not only is the website reaching its target audience of the general
public, but it is'being met with a positive reception as people are engaging with the content

and sharing it with their online networks.

Previous evaluations of HealthTalkOnline projects have been undertaken with selected
samples (that is, participants were recruited from support groups of clinics for a specific sub-
study viewing and commenting on the resource in laboratory conditions and with researchers

present) (Newman et al., 2009; Rozmovits & Ziebland, 2004; Sillence et al., 2003).
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Compared with those previous evaluation designs, the livesofsubstance.org evaluation is
relatively close to ‘real life’ use (Pawson et al., 2005). This alternative mixed-method design
may lessen concerns about translation outside the laboratory setting, but raises other issues.
For example, during the evaluation period, the website was not easily findable on Google as
the domain was newly registered (Google favours older, established domains) (Gabrowski,
2014). This means most visitors were likely attracted to the website via direct link (e.g. on
postcards, at the website launch, during presentations at conferences), sector newsletters,
social media posts, email announcements and links from other websites. As a‘result, the
survey attracted a high proportion of responses from people with a professional interest in the
sector. Health professionals are an important target audience for the website, but this means
the survey accessed only a low proportion of people with a personal interest in addiction
issues or via an organic search (e.g. on Google). It is also possible that these constraints to
survey recruitment may have encouraged responses from visitors sympathetic to the site’s

aims.

Conclusions

Innovative methods are required to challenge deeply rooted professional and lay assumptions
about addiction:This project used rigorous research methods to develop a public-facing
website to present a more nuanced and diverse range of personal stories of addiction than is
otherwise available in public discourse. The responses of early website users indicate that the
larger aims of the project were being achieved, the dissemination and reach of the website
during its first months of operation were significant, and professional and sector support and
endorsement was strong. These results indicate that the website provides a new and valued

resource to contribute to the larger project of eroding addiction stigma and presenting people
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who use drugs as complex individuals, with rich, varied experiences whose lives cannot be

reduced to the typical addiction narrative of ruin and redemption.

Evaluating an online resource with broad aims of this kind is a challenge. Additional
scholarly work developing more sophisticated and sensitive mixed methods tools for projects
of this kind remains to be done. The web affords researchers and others the opportunity to
add rigorous new knowledge directly into the public domain via projects like
livesofsubstance.org. Tracking the reception of such projects means reaching-beyond the
usual clinic populations, finding methods that do not interfere with low threshold access,
mixing quantitative and qualitative data and utilising new collection techniques. Doing so is
essential if we are to continue to produce resources that tackle stigma and accepted wisdom

and push professional and public debate forward on important issues such as addiction.
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Table 1 Responses to the evaluation survey items

N (%)

I was interested in Lives of Substance because... (choose all that
apply):

I want to learn more about addiction or dependence

20 (33.3%)

I want to learn more about safer drug consumption 7 (11.7%)
I’m concerned about my alcohol and other drug consumption 8 (13.3%)
I’m concerned about someone else’s consumption 8 (13.3%)

I work in the alcohol and other drugs sector, health services or government

20/(33.3%)

I am a student/researcher

12 (20%)

Other (please specify)

17 (28.3%)

Which parts of the website were most helpful or informative to you?
(choose all that apply)

Welcome/introduction (home page)

30 (50%)

Topics (summaries of key themes with clips from.interviews)

35 (58.3%)

Stories (biographies of participants and clipsfrom their interviews) 45 (75%)
Resources and information (including links to support, advocacy and 21 (35%)
campaigning organisations)

This website helped me to... (choose all that apply)

Learn more about alcohol-and other drug addiction or dependence 27 (45.0%)

Learn about people’s experiences of self-help, treatment or changing
consumption practices

35 (58.3%)

Hear/read about experiences that were new or unfamiliar to me

23 (38.3%)

Feel supported by other people’s stories

14 (23.3%)

Have more confidence to talk to someone I am concerned about

3 (5.0%)

Have more confidence to talk to professionals about alcohol or other drug
consumption or addiction

11 (18.3%)

Other (please specify)

9 (15.0%)
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