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Spreading the word: disseminating research
results to patients and carers

Introduction

To the continuing consternation of many health
scientists, their best research results, the fruits
of much caring toil and labour, often appear to
remain unused by health clinicians and policy
decision makers. [Waddell (1), p. 3]

The dissemination of information to an audience is
a vital component of research. The purpose of
dissemination is to spread knowledge and, perhaps
to a lesser extent, foster related research activities.
In this paper, the focus will be on the distribution
of information about mental illness and associated
evidence-based treatments to patients and carers.
As the above quotation suggests, many researchers
are frustrated by the end products of their research
– their research findings – not reaching interested
audiences, and this audience should include pa-
tients and carers, as well as service providers and
governing bodies. It is easy to imagine that patients
involved in research may be particularly annoyed
by a lack of feedback about the research in which
they participate.
Unfortunately, most studies about the dissemi-

nation of health research findings have concerned
the uptake of clinical research findings into
practice by medical practitioners (1). Immediate
problems arise if the results do not yield the most
cost-effective or efficient treatments (2) or, further
still, are inconsistent with current mental health
priorities and policy directives. Dissemination
obstacles include the nonpublication of results in
peer-reviewed literature, variations in the quality of
research and the vast amount of information
available (3,4). It is therefore important to ensure
that research results are customized to enable
clinical improvement to be achieved (5) and it also
needs to be recognized that this takes determina-
tion, time, planning and money (6). Approaches
that have been taken to help address these
problems, to make information more user-friendly,

include systematic reviews of the research literature
and the development of �clinical practice guide-
lines’, respectively, to critically evaluate the quality
of the research and condense the volume of
information. One of the challenges of such
initiatives is to ensure that reviews and practice
guidelines are regularly updated. Indeed, the Royal
Australian and New Zealand College of Psychia-
trists’ (RANZCP) Clinical Practice Guidelines
pertaining to six psychiatric conditions include
the following important caveat:

The Guidelines are current at the time of
publication, but because they are evidence-
based, they will inevitably become out of date
as new research emerges regarding established
and novel treatments. Therefore a crucial aspect
of implementing the Guidelines will be ensuring
that they are reviewed on a regular basis. (7)

It is noteworthy that each of the RANZCP
Clinical Practice Guidelines includes a patient and
carer version.

Dissemination beyond academic or professional journals

Dissemination beyond academic or professional
journals and other academic reports has tradition-
ally been a low priority among researchers and
authors. By and large, researchers are trained in
research methods and well schooled in reporting
their findings in the scientific literature but not in
the wider dissemination of their results. Manu-
scripts that are published in even major academic
journals have a limited audience. Some journals
promote new issues and major articles through
�media releases’, which ensure that the wider
community becomes engaged, but such practices
are neither systematic nor uniform. It is also worth
noting that, while some health courses and training
programs continue to teach methods in research
and, occasionally, scientific writing, a recent trend
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has been the (additional) teaching of media skills
(6,8,9), which should, at least in theory, optimize
wider dissemination of results through various
media outlets.
Generally, there is very little institutional incentive

to disseminate beyond scientific journals. For
instance, universities frequently use academic publi-
cation outputs, particularly in high-Impact-Factor
journals, to guide academic promotion (10), and
these publications are also influential in securing
competitive research grants. In addition, time pres-
sures often constrain the production of research
findings in formats other than journal articles,
particularly when this may be viewed as a lower
priority. Consequently, many researchers simply
assume that their �job is done’ and their work
adequately disseminated when it is published in the
scientific literature, and this view is rarely questioned.
It is rare for a research budget to include monies

for the distribution of research results. Where
budgets do take dissemination into account,
resources are generally set aside to cover the
expense of publication of materials but not the
cost of distributing them. Other barriers relate to
social, cultural and technical issues, which will be
discussed subsequently.

Why focus on increasing patient access to
research findings?

In Australia, there has been recognition of a clear
need to increase patient access to research findings
in general and particularly the results of individual
projects in which they were subjects (11). In all
health fields, the demand for accurate and up-to-
date high-quality health information for patients
has increased. This growth in demand is partly
a consequence of public health campaigns and
increased �health literacy’ in all health fields. Mental
health literacy may be defined as being able to
access and utilize health information to promote
good mental health (12,13). Further, it encompasses
raising consciousness about a mental health condi-
tion, including knowledge about the seriousness and
consequences of the problem, as well as under-
standing how amenable it is to treatment and how
to access evidence-based treatments (13).
As mentioned, the bulk of scientific research is

disseminated by publication in academic journals.
Patients are obviously not the target audience in
these publications, but their lack of meaningful
exposure is compounded by obstacles including
limited computer access, availability and skills (14),
the prohibitive cost of journal access, and low
comprehensibility of regular journal articles.

The growth of the Internet has resulted in
increased access to information by much of the
general public, including access to information
regarding interventions, but problems persist with
the quality of some information, issues of overload
and the Internet’s capacity for quickly disseminat-
ing inaccurate material (15,16). Further, it can be
difficult to promote some of the better Internet
sites, which inhibit access to accurate material (16).
Given the apparent hurdles, what are the benefits
of the broad dissemination (ie, beyond the
academic sector to include patients and carers) of
research findings?

Informed and shared choices

Providing consumers with accurate, com-
prehensive and understandable information
can help ensure that they are able to partici-
pate more actively in their care and treatment.
[Currie et al. (17), p. 8]

The most obvious benefit of the distribution of
information to patients and carers is that it
facilitates making informed choices about health
treatments and that these decisions are shared by
patients and their health practitioners. Patients
may be unaware that health advice is not always
based on solid research evidence and that inaccu-
rate health advice may even be harmful. Patients
should not only be provided with a comprehensive
picture about treatment options but also with the
knowledge that often information on the effective-
ness of a treatment and possible side-effects needs
to be weighed when making decisions about
treatments. These kinds of decisions are only
possible when there is timely access to good
research evidence.

Reduction of stigma

Access to robust, evidence-based research findings,
whether these pertain to disorders or treatments,
may help to reduce the stigma associated with
mental illness and some of the consequences of
stigma, including discrimination. A large body of
research indicates that the public tend to hold
erroneous beliefs about the causes of psychiatric
disorders, often attributing mental disorder to
�psychosocial’ causes such as life events, stress or
�mental weakness’, rather than to biological or
disease factors (18). This may be particularly so for
clinical depression (18,19). The concept of personal
weakness being the cause of mental illness perpet-
uates the stigma and ultimately hinders treatment
seeking. Access to reliable information on the
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causes of mental illness and on appropriate treat-
ments is necessary to educate the public, and
counter stigma and discrimination.

Improved research

While disseminating research to other researchers
provides feedback through critical appraisal and
potentially expands research networks, dissemina-
tion to patients and carers may also strengthen
future research activities. For example, not only
are patients and carers able to provide links to
patient and carer networks to help publicize
research trials (20) but they can also provide
important information about those results that
are of interest to them, and they can identify gaps
in the information that is currently provided.
Through creating a dialogue between researchers
and patients and carers, these areas can be
addressed. This has been most poignantly shown
by the Centre for Mental Health Research at the
Australian National University, which established
a Depression and Anxiety Consumer Research
Unit, comprising academic researchers who have
experienced common mental disorders.
Often, scientific research that is undertaken is

based on a need or an interest identified by
a particular researcher or the institution of the
researcher. This may occur in a cocoon, where
a scientific hypothesis is addressed with little
consideration given to the application of knowl-
edge that will be gained. However, if the dissem-
ination of research is planned from the outset, it
provides a context for research and increases the
relevance of the research for the target audience.

Methods of dissemination

The variety of different formats and methods of
disseminating health research is extensive. Each

has advantages and disadvantages, some of which
are outlined in Table 1. The formats and methods
include print-based (eg, postcards, brochures,
posters, booklets) and web-based resources, multi-
media, community forums, conferences, workplace
training, outreach through existing stakeholder
groups (eg, SANE), sponsorship of festivals or
mental health week activities and mass media
(interviews and programs on television or radio,
newspaper articles).

Ways forward in the dissemination of research findings

Researchers get caught in a ‘‘one-size-fits-all’’
process of dissemination, failing to tailor the
content, timing, setting and format of the
dissemination to the audience. [Lomas (21), p. 3]

There are two main elements to good dissemina-
tion strategies – making the information accessible
and ensuring that it is comprehensible. The over-
riding principle is that the dissemination strategy
must suit the target audience, and this can best be
achieved through consultation with that audience.

Target audience and content

Always be guided by your audience, as they are
the experts in how best to communicate with
their communities. [Jones (22), p. 19]

The primary step in developing a dissemination
strategy is to identify the intended target audience.
It is then necessary to determine what its informa-
tional needs are. When disseminating research
results, this second step will be influenced by the
nature and treatment of the illness in question. For
instance, in the physical health arena, Barratt et al.
(23) reviewed articles on patient reports of
informational needs. Patients with breast cancer,
benign breast disease and prostate cancer stated

Table 1. Advantages and disadvantages of dissemination methods directed toward non-health professionals

Dissemination method Advantages Disadvantages

Print-based material d Easily accessible d Limited by language and literacy
Video tape d Easily accessible d Expensive to produce and distribute

d Engaging
Audio d Can be used by those with poor reading skills

and/or are visually impaired
d Hard to remember (and possibly needs to be

supported by print)
d Relatively inexpensive

Internet d Inexpensive to maintain
d Easy to update d Daunting for some target audiences (eg, elderly)
d Popular among particular target audiences (eg, youth) d Expensive to establish
d Link to other resources

CD-ROM d Can be interactive (and thus engaging) d Expensive
d Access issues
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that their high-priority needs were chances of cure,
spread of disease, treatment options and family
risk. Medium priority needs were self-care at home,
impact on family and social activities, whereas the
effect on sexuality was considered a low-priority
need. Thus, it is important to determine what the
target audience wants to know; studies of persons
with mental illness (24) suggest that, not surpris-
ingly, dissatisfaction results when information is
perceived to be inadequate.
Creatively engaging patients with mental illness,

such as through information workshops (25), and
seeking their input about priority research areas,
can result in more positive and effective outcomes
for all concerned. Through patient networks,
information can be readily disseminated (20).
Following clarification of content, the presentation
and delivery of information need to be considered,
while encouraging patient feedback on these issues.

Presentation and delivery

The form of the presentation will take into
consideration the resources available to the target
audience to receive the information (eg, is there
access to the Internet?) and the optimum way to
communicate with that audience. For example,
research in an area mental health service in New
South Wales found that almost three quarters of
patients had no access to the Internet (14). Careful
consideration must be given to social and cultural
sensitivities, the comprehensibility of the language
(eg, do technical terms require explanation?), and
whether translation into other languages would be
appropriate. Academic patient researchers may be
more sensitive to patient needs and can actively
disseminate findings within the community (26).
Format issues may include whether presentation

with �questions and answers’ is suitable or whether
providing broad examples, as opposed to specific
facts, would be more appropriate. Other pre-
sentation considerations include layout of docu-
ments, use of diagrams and color. Finally, it is
important to consider the credibility of the source
of information. The research team may need to
consider presenting their findings in collaboration
with organizations with known experience and
competence, such as an advocacy group. Thought
should be given to who conveys the information
(eg, patient to patient, health professional to
patient). Lomas (21) and Waddell (1) both suggest
we should contemplate the idea of �knowledge
brokers’, people whose role it is purely to
disseminate knowledge. Waddell suggests they
would need an understanding of both the research
and the target audience.

Other considerations include emphasizing to the
audience what the research does and does not tell
us. The timing of dissemination may also be
pertinent – it may not always be desirable to
disseminate research findings to the wider commu-
nity at the time they become available. Waiting for
opportunities (eg, a related news story dealing with
mental illness) may be more productive. Impor-
tantly, too, while it is easy to suggest ways in which
mental health research results should be dissemi-
nated to broader audiences, we also need system-
atic evaluation of such methods (eg, what
effectively impacts on the acquisition of new
knowledge, good strategies for the maintenance
of knowledge and the use of knowledge in decision-
making).
These considerations, and others, are well

summarized by Coulter et al. (27), who asked
patients and clinicians to review various informa-
tion materials pertaining to their own conditions or
areas of expertise. Feedback included the follow-
ing: patients and clinical experts should be involved
in developing the information material, which
should be based on the latest research evidence;
the purpose of the material should be made clear
and targeted toward a particular audience, includ-
ing minority groups; materials should be easily
accessed and read, regularly evaluated and should
include information regarding benefits, risks,
further information sources and checklists for
medical advice; information should be concise,
with authorship explicit and include evidence
regarding information sources; and distribution
strategies need to be cost-effective and through the
most effective gateways (eg, through targeted
media sources).
Jones (22) also made recommendations for ways

to overcome barriers to disseminating information.
These may be summarized as follows: make
effective research dissemination a priority, start
small, target one small audience at a time, be
flexible and creative, think cheap/free (eg, inter-
views, newsletter, articles), and collaborate with
health care providers, governments and commu-
nity groups to help absorb costs.

Mandating wider dissemination

Despite the rationale for broader dissemination of
research findings, as outlined, it is easy to imagine
researchers’ dissemination focus not extending
beyond the publication of their results in the
scientific literature, preferably in High-Impact-
factor journals. Recent initiatives such as the
Research Quality Framework in Australia (28),
which have been developed to assess the quality
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and impact of research, again do not acknowledge
the issue of broad dissemination. It may therefore
be desirable to ask researchers to describe, for
example, in ethics submissions or grant applica-
tions, how the results will be disseminated beyond
the scientific literature. Similarly, applicants for
academic positions or promotions might be asked
to indicate how widely their work has been
disseminated, and to provide evidence for this.
Indeed, akin to the development and use of citation
measures such as the Impact Factor or, more
recently, the �h-index’ (a measure of the highest
number of papers that a scientist has produced that
have had at least this number of citations) (29), the
development of a measure of dissemination for
research projects and researchers may be worth
exploring.

Conclusions

Broad dissemination of research findings is an
essential, but sadly neglected, component of
research that will enhance patient participation in
treatment decisions and in mental health services
generally. It has been suggested that researchers
have �intense satisfaction in making a small con-
tribution to knowledge in a belief that this may
ultimately benefit the health of others’ [Joyce (30),
p. 320]. How much more satisfaction will there be,
and likelihood of even more positive health
outcomes, if that contribution to knowledge is
widely disseminated? Many factors need to be
considered when developing a dissemination strat-
egy, but the main priority must be the identifica-
tion of the target audience and ongoing
consultation with that audience.
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