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Why we should conduct research in collaboration with
people who use alcohol and other drugs

Collaborative research is more than a list of involvement
activities; it is a mindset requiring receptiveness to new
ideas, trust, respect, effort and resources. There are
utilitarian, ethical, epistemological and consequentialist
arguments for taking the time to do it well.

If you have ever struggled to recruit participants to your
trial, discovered that the results of your survey are compro-
mised by missing data, wondered why interviewees in a
qualitative study did not grasp the point of your questions
or been disappointed that your research findings were
not embraced enthusiastically by the treatment sector,
then this editorial—on conducting research in collabora-
tion with people who use substances—might be for you.

Terminology used to describe the concept we are
discussing is confusing. We refer here to ‘collaborative re-
search’, meaning researchers working ‘with’ members of
the group being studied throughout the research process.
We distinguish this from: (i) participation in research (where
members of the group studied are involved as research par-
ticipants), (ii) engagement in research (where information
about research is shared with members of the group studied)
and (iii) user-led research (where those directing the re-
search are members of the group studied; e.g. people in
treatment researching that treatment for themselves) [1,2].

The term ‘collaborative research’ is often used inter-
changeably with ‘service user involvement in research’,
‘patient and public involvement in research’ and ‘commu-
nity involvement in research’. Language is crucial, and the
best form of words to use will depend upon context and po-
litical perspective [3]. For a treatment study, ‘patient in-
volvement’ may seem appropriate, yet be offensive to
those who do not consider themselves to be ‘sick’. ‘Service
user’ may capture those in treatment, but exclude those
who are not currently accessing services. Even the word
‘involvement’ is challenging, as it refers to a continuum
of activities, e.g. advising, assisting and being equal part-
ners in the research process [4,5].

In this editorial, we focus upon the principles
and practices of collaboration rather than semantics.
Common strategies are asking people who use substances
to identify topics requiring further study, join a project
advisory group, help design a study intervention, comment
on the feasibility of using particular research methods, sug-
gest appropriate outcome measures, co-write participant
information sheets, prepare lay summaries, advise on inter-
view topic guides, recruit study participants, assist with

data collection and analyses and contribute to dissemina-
tion activities [3,6—11]. Piloting is not generally viewed
as involvement, but can be if feedback is collated and used
to inform the study going forward.

Collaboration is, however, much more than a list of
‘involvement’ activities. It is a mindset, requiring all parties
to trust, respect and value each other and to function as a
team. People who use substances need to recognize that
there are rules and conventions of research, including
deadlines, over which researchers may not have control.
Researchers must be willing to change their views and
amend study designs depending on what people who use
substances tell them. Addiction studies are conducted
routinely by multi-disciplinary teams of scientists who have
different perspectives and knowledge. Just as health econo-
mists, statisticians or qualitative researchers bring distinct
but valued understanding to any study, so people who
use substances have their own expertise (they are ‘experts
by experience’). Furthermore, just as statisticians do not
need to comprehend qualitative research or qualitative
researchers do not need to be proficient in health econom-
ics, so people who use substances do not need to under-
stand all aspects of the study to contribute meaningfully.

Within collaborative research, there is no place for
tokenism. Tokenism might include inviting the same
person onto every project advisory group, asking someone
for his or her views and then ignoring the responses, or
treating involvement as an afterthought (e.g. designing
the study intervention and then asking a person who uses
substances to ‘approve’ or ‘sanction’ what has already
been decided). Good collaborative research requires effort
and resources. Researchers need to ensure that people
who use substances have all the information they need,
but are not overloaded with unnecessary information. Pay-
ment needs to be discussed and, if payment is not available,
alternative forms of compensation or reciprocity should be
considered." It is also important to ask people who use sub-
stances how they prefer to collaborate (e.g. doing what ac-
tivities, when, where, for how long and using what
communication media). Additionally, researchers must of-
fer support, mentoring or training when asking people to
participate in activities that may be unfamiliar to them.

This, of course, leaves an important question. Why
should researchers collaborate, given the evident effort and
costs required? This seems pertinent, given that there is ac-
tually no good evidence quantifying the benefits of involving
people who use substances in conducting research. To begin,

"I our own collaborations, researchers who did not have budgets have, for example, offered to mentor service users applying for jobs, college places or student

bursaries.
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there is a (somewhat mercenary) utilitarian argument:
research funders often expect and request collaboration.
Then there is an ethical and moral argument: people who
use substances have a right to be involved in research that
affects them. Next, there is an epistemological argument:
people who have used services or experienced particular life
circumstances have valuable first-hand information that
researchers tend not to have but need to know [3,12-16].

Our own experiences of research collaboration during
the last 4 years have also highlighted consequentialist
arguments. We alluded to some of these in our opening par-
agraph, but expand here. First, collaboration can bring cred-
ibility to a study, so increasing recruitment and trust in the
findings. Secondly, collaboration forces researchers to learn
how to explain their studies clearly to those whom they
want to participate, so increasing interest and engagement.
Thirdly, collaboration can help to minimize the chances that
study documentation, questionnaires and research reports
inadvertently use language that is stigmatizing, offensive
or overly technical. Fourthly, collaboration can prevent re-
searchers from making naive judgements about how inter-
ventions will work in the real world. Fifthly, collaboration
enables researchers to report their results more confidently,
knowing that the study population shares some responsibil-
ity for the findings. Sixthly (and we appreciate that this is
not a scientific justification, but it seems important to men-
tion all the same), we genuinely enjoy working together,
have learnt much from each other and believe that everyone
has gained something personally from the process.
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