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Abstract

Background: A growing interest has centered on digital storytelling in health research, described as a multi-media
presentation of a story using technology. The use of digital storytelling in knowledge translation (KT) is emerging as
technology advances in healthcare to address the challenging tasks of disseminating and transferring knowledge to
key stakeholders. We conducted a scoping review of the literature available on the use of patient digital storytelling as
a tool in KT interventions.

Methods: We followed by Arksey and O'Malley (Int J Soc Res Methodol 8(1):19-32, 2005), and Levac et al. Implement
Sci 5(1):69, 2010) recommended steps for scoping reviews. Search strategies were conducted for electronic databases
(Medline, CINAHL, Web of Science, ProQuest dissertations and theses global, Clinicaltrials.gov and Psychinfo). The
Preferred Reporting Items for Systematic Reviews and Meta-Analyses extension for scoping reviews (PRISMA-ScR) was
used to report the review process.

Results: Of 4656 citations retrieved, 114 full texts were reviewed, and twenty-one articles included in the review.
Included studies were from nine countries and focused on an array of physical and mental health conditions. A broad
range of interpretations of digital storytelling and a variety of KT interventions were identified. Digital storytelling was
predominately defined as a story in multi-media form, presented as a video, for selective or public viewing and used
as educational material for healthcare professionals, patients and families.

Conclusion: Using digital storytelling as a tool in KT interventions can contribute to shared decision-making in
healthcare and increase awareness in patients’ health related experiences. Concerns centered on the accuracy and
reliability of some of the information available online and the impact of digital storytelling on knowledge action and
implementation.

Plain English summary

Digital storytelling is a multi-media presentation of a story, often in the form of a narrated video. The use of digital
storytelling of patient experiences with healthcare has gained attention in recent years, as a tool for sharing and
understanding information among patients, caregivers, healthcare professionals and policy makers. A summary of the
findings reported in studies looking at digital storytelling as a way of sharing information in healthcare is needed.
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We searched literature that included the use of digital storytelling of patients'healthcare experiences as a means

of sharing and translating information, also referred to as knowledge translation or knowledge mobilization. There
were 21 studies found from nine countries that used digital stories to look at experiences related to different physi-
cal and mental health conditions. A broad range of interpretations of digital storytelling and a variety of knowledge
translation approaches were identified. The most common use of patients’ digital stories was educational material for
healthcare professionals and other patients.

Using digital storytelling to translate knowledge can contribute to patients, caregivers, healthcare professionals and
policy makers sharing the best available evidence when faced with making a health decision. Digital storytelling can

help us understand patients' health related experiences. Further work is needed to test the accuracy and reliability
of some online information and how to best measure the impact of digital storytelling on knowledge translation

activities.
Keywords: Narrative medicine, Digital storytelling, Knowledge translation tools, Health research, Shared decision-
making

Introduction patient digital storytelling in healthcare, it has been used

Sharing stories of healthcare experiences has become
an approach to gain insight into a person’s perspective
about their healthcare interactions, rather than focusing
solely on an illness or condition [1]. Stories are a pow-
erful tool for acquiring knowledge from patients about
patients [2, 3]. Typically, patients tell their stories to oth-
ers in oral or written form. The exchange of narratives
between a patient and physician, described as narrative
medicine, has been recognized as a model of care [2, 4].
As technology advances, stories are created and shared
digitally, as a form of dissemination to a larger audience.
Narrative medicine focuses on individual relationships
between the healthcare provider and others, namely
patients, other healthcare professionals, and society [4].
Patient narratives, as part of narrative medicine, have
been used in clinical research and practice as a source of
information, used as a tool for communication, engage-
ment, persuasion, and health behavior change [5]. The
focus and content of the narratives may differ, depend-
ing on the purpose within the clinical or research context
[5, 6]. For example, the narrative may be an emotional
account of receiving a diagnosis for a serious illness or
could be a patient’s step by step account of daily insulin
injections. Furthermore, the approach used to deliver
stories will affect the reception from the audience [7]. For
instance, using plain text as compared to a multi-media
video with music and animations will impact the audi-
ence differently.

Digital storytelling has been defined as an arts-based
multi-media presentation of a story, often in the form
of a video [7]. It is also an accessible way of engaging
patients within research, acknowledging the experiential
knowledge they have to offer and creating connections
with others including other patients, advocacy groups,
caregivers, healthcare professionals and policy mak-
ers [3, 8-10]. Although limited research has employed

as an educational tool for nursing students [11], health-
care intervention for patients with dementia [12], form
of patient advocacy [9, 13], and method for communicat-
ing among women with HIV [14]. A systematic review
protocol has outlined plans to examine methodological
and ethical implications of digital storytelling in health
research [10]. In spite of storytelling having a variety of
uses not only at the micro level but also at the macro
(policy) and meso (organizational) levels in healthcare.
While no one theoretical model for digital storytelling
has been embraced, Shaffer and colleagues [5] propose
a Narrative Immersion Model that attempts to address
the gaps in the literature by understanding the effects of
health narratives on knowledge, attitudes and behavior.
This theoretical model considers how narratives evoke
different responses from other methods of sharing infor-
mation. Here, we consider digital storytelling as a form of
narrative. As such, we recognize that not all digital sto-
ries are equal, and we need to determine the purpose of
using digital storytelling within individual studies to bet-
ter understand the process and outcome of the stories
[6]. Determining how or why digital storytelling is used
within research is important to understand the outcomes
and impact of this tool to minimize the knowledge-to-
action gap.

The use of digital storytelling is a compelling approach
for knowledge translation (KT) in healthcare because of
how extensive, engaging and immediate the impact sto-
ries become when made accessible online [10, 15, 16].
Disseminating research findings to target audiences such
as consumers and stakeholders is a complex task [17].
Successful KT activities requires planning and consid-
eration of the knowledge providers and target audiences
to ensure update of knowledge [18]. The use of digital
stories to disseminate findings has not been explored.
We conducted a scoping review to retrieve, review, and
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synthesize the current literature available [19] on digital
storytelling as a tool to support different KT interven-
tions in healthcare.

Methods

Prior to conducting this scoping review, the review pro-
tocol was registered with Educational and Research
Archives (ERA) (https://doi.org/10.7939/r3-ks11-ze31).
The scoping review process followed the five stages pro-
posed by Arksey and O’Malley [20] and Levac et al. [21]:
(1) identifying the broad research question, (2) finding
relevant studies, (3) study selection, (4) charting the data,
and (5) collating, summarizing and reporting results.
The optional sixth stage, consultation, was not included
in this review. Recommendations outlined by Levac and
colleagues [21] were closely followed throughout all
stages of the review. To provide transparency of the pro-
cess, we used the Preferred Reporting Items for System-
atic Reviews and Meta-Analyses extension for scoping
reviews (PRISMA-ScR) [22].

Stage 1: identifying the research question

The population identified for this review included
patients, caregivers, healthcare professionals and policy
malkers, the intervention was digital storytelling, and the
outcome included KT tools. While several terms have
been used to describe mobilizing knowledge into action,
knowledge translation, knowledge transfer, implementa-
tion science and research utilization are frequently used
terms [17, 23]. All study designs were included, while
commentaries, editorials, conference abstracts, and let-
ters or responses to letters were excluded. The specific
research question was: How are patients’ stories using
digital storytelling as a KT tool used to inform other
patients, caregivers, healthcare professionals and pol-
icy makers about health-related topics? We wished to
identify the key concepts and characteristics related to
digital storytelling of patients’ stories for KT research in
the available literature including grey literature and no
restriction of study designs.

Stage 2: identifying relevant studies

A library health information specialist developed and
implemented the search for six electronic databases
(MEDLINE, CINAHL, Web of Science, ProQuest dis-
sertations and theses global, Clinicaltrials.gov, and Psy-
cINFO). We narrowed the search to include literature
published within the past 10 years (2009-2019) to May
16, 2019 based on technological advancements and sec-
ular trends. Digital storytelling has only recently been
identified as a tool in healthcare [7, 8], and therefore,
this time frame would sufficiently capture the most rel-
evant information. The search terms included digital
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storytelling, personal narratives, multimedia, health
research, healthcare, patient experience, patient engage-
ment, knowledge dissemination and translation, as well
as related terms with truncations [See Additional file 1
for detailed search strategy]. Citations were restricted
to English only. Restricting the search to English stud-
ies was based on findings from systematic research evi-
dence that reported no empirical evidence of bias seen
if papers were written in languages other than English
[24]. Grey literature from non-peer reviewed sources
were searched specifically through the database Pro-
Quest dissertations and theses global and included on
a case-by-case basis, based on relevance to the research
question.

Abstracts had to include digital storytelling focusing on
health-related patient experiences. The inclusion criteria
were based on research question and aim to identify and
review research of digital storytelling for KT as defined
by the Canadian Institutes of Health Research (CIHR):
“a dynamic and iterative process that includes synthesis,
dissemination, exchange and ethically-sound applica-
tion of knowledge to improve the health, provide more
effective health services and products and strengthen the
health care system” [25]. Knowledge translation strategies
were identified and categorized as: educational materi-
als, knowledge exchange, mass media, and community
outreach [18, 26, 27]. Specifically, we identified current
literature which used digital storytelling as a KT tool tar-
geting patients, caregivers, healthcare professionals and
policy makers [11, 28, 29]. To ensure a comprehensive
review, we included all studies that had a KT component
using digital stories regardless of whether it was explicitly
stated as part of the methodology.

Stage 3: study selection

Citations were uploaded to Covidence [30], which is web-
based software platform that streamlines the production
of systematic reviews. Duplicate records were identified
and removed at this stage. Titles and abstracts were inde-
pendently reviewed by 2 reviewers (EP, SR) with reported
“strong” (kappa=0.82) inter-rater reliability agreement
[31, 32]. Disagreements in study selection were resolved
by discussion between the 2 reviewers, and when neces-
sary, through third-party adjudication (MF, CAJ) if the
reviewers did not arrive at consensus. Full text screening
of included abstracts and titles was then completed by
the same 2 reviewers.

Stage 4: charting the data
Data were extracted from the first five studies indepen-
dently by both reviewers using a standardized extraction
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form. The reviewers discussed their findings and found
a high level of consistency in the data extracted from
the studies. After explicitly clarifying each of the data
extraction points, one reviewer (EP) then completed data
extraction for the remaining sixteen studies. Data based
on the population, digital storytelling, KT intervention
and study characteristics were extracted and documented
in a Microsoft excel spreadsheet.

Stage 5: collating, summarizing and reporting results

After data extraction, the results were collated and sum-
marized to include study characteristics based on the
research question. The descriptive table presented the
year of publication and country of origin, the purpose of
the study, as well as the study design, target population,
the rationale for using digital storytelling and the type
of KT intervention. Key findings were outlined in the
reported results and then synthesized and mapped based
on the type of digital storytelling used, and the type of
KT intervention.

Results

Study characteristics

Of the 4667 citations retrieved, 11 duplicates were
removed, and the remaining 4656 citations were
reviewed for eligibility. Based on the criteria outlined in
Table 1, twenty-one studies were included in the review
(Fig. 1). The majority of excluded studies (n=50) did not
include a KT component. Several studies were excluded
because they were not research studies (n=9), did not
include digital storytelling (n=13), or did not include
patients (n=38). Citations that did not have an available
full text were excluded because they were conference
abstracts (n=5) or the authors did not respond to our
full text request (n=2).

Studies were from nine countries including seven from
USA [33-39], five from Canada [13, 40-43], three from
the United Kingdom [9, 15, 44], and one each from Aus-
tralia [45], Dubai [46], Sweden [16], Italy [47], Germany
[48] and Taiwan [49]. Nine studies were qualitative meth-
ods [15, 16, 34, 36—38, 41, 43, 49], four used mixed meth-
ods [35, 39, 42, 48], three were media reviews [40, 46,
47], two narrative reviews [9, 13], two descriptive studies
[33, 44] and one was a scoping review [45]. Three studies

Table 1 Inclusion criteria
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were published graduate dissertations [9, 37, 38], with
one being a narrative review [9] and two using qualitative
methods [37, 38].

Study populations included children and youth [41,
42, 47] adults [15, 16, 34—38, 40, 48, 49], and older adults
[43] with six studies not specifying the target population
[9, 13, 33, 44—46]. Health related topics included health
promotion [37, 38], dementia [43], chronic pain [42],
mental health [45], infertility [40], inflammatory bowel
disorder [36], post-traumatic stress disorder [16], chronic
obstructive pulmonary disorder [33], diabetes [34, 46],
and cancer [15, 35, 41, 47-49]. Four studies did not focus
on a specific health condition [9, 13, 39, 44] but referred
broadly to patients in healthcare settings (Table 2).

Digital storytelling terminology
While the interpretation of what is digital storytelling
varied within these studies, the majority defined digital
storytelling as a story in multi-media form, presented
as a video, for selective or public viewing [9, 13, 15, 34,
35, 3741, 47]. Other studies referred to digital storytell-
ing as an exchange of information and communication
using technology, such as through online patient forums
and websites [33, 36, 44, 48, 49]. The target audience for
the digital stories varied to include patients, caregiv-
ers, healthcare professionals and policy makers. For this
review, all the stories were based on the patients’ experi-
ences from the patients’ perspectives, although in some
cases they were created in collaboration with healthcare
professionals and researchers [9, 15, 35, 39, 42, 43].
Several types of digital storytelling were found includ-
ing: (a) personal multi-media patient stories with a KT
component such as digital stories created with research-
ers and patients in a workshop [9, 13, 15, 34, 35, 37-39,
41], (b) multiple resources with embedded stories such
as health-related websites with patient stories [9, 33, 44,
46, 48], (c) interactive storytelling such as blog postings
within online communities to share stories and informa-
tion [16, 36, 45, 49], (d) audio/visual presentations such
as YouTube videos or published documentaries with
recordings of patient stories [40, 43, 47], and (e) digi-
tal educational resource for parents based on collective
patient experiences such as an e-book [42].

Research component Criteria

Study design

All study designs were included/commentaries, editorials, conference abstracts, letters or

responses were excluded

Intervention
Focus of study
Outcomes

Digital storytelling of patients’ experiences is used as part of KT in health research
Healthcare related

Knowledge translation to other patients, caregivers, healthcare professionals, policy makers
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Fig. 1 PRISMA flow chart. Source: Moher D, Liberati A, Tetzlaff J, Altman DG, The PRISMA Group (2009). Preferred Reporting ftems for Systematic
Reviews and Meta-Analyses: The PRISMA Statement. PLoS Med 6(7): 1000097 https://doi.org/10.1371/journal.pomed1000097

The purpose of the stories also varied within the dif-
ferent forms of digital storytelling; yet, the primary rea-
son for using digital storytelling in several studies was to
inform and exchange knowledge [15, 33, 35-37, 39, 41—
44, 46, 48]. Some stories served multiple purposes and,
in several cases, digital stories were effective in engag-
ing, comforting and informing the target audiences [16,
36, 40, 49]. In studies where health promotion or policy
change was an objective, the digital stories served to
engage and persuade the general public including policy
makers and other stakeholders [34, 37, 38]. Digital sto-
rytelling was used in an array of KT strategies, predomi-
nantly for educational purposes.

Knowledge translation

Most studies used several KT strategies, except for six
studies that used digital stories solely for relaying pro-
fessional/patient education material [13, 15, 39, 41, 46].

Overall, digital storytelling was mainly used as a KT
tool for educational purposes (n=17) to inform health-
care professionals, patients and caregivers [9, 13, 15,
16, 33-35, 37-39, 41-46, 48]. A few studies, focused
on health promotion to educate the general public [34,
37, 38]. In addition, KT strategies included informa-
tion dissemination through mass media (n=28) where
social media and websites were used as platforms for
KT of the digital stories [33, 36, 40, 44, 45, 47, 49]. Ten
interactive sites provided opportunities for knowledge
exchange, primarily for patients [16, 33, 35, 36, 40,
44, 45, 47-49]; however, five studies of these studies
had overlap with mass media which permitted public
access [36, 40, 44, 47, 49]. Community outreach (n=26)
focused on health behavior change, health promotion,
and policy changes [33-35, 37, 38, 43].

Several studies discussed the power of patients’ digi-
tal stories to improve knowledge acquisition by being
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more accessible and engaging [15, 41, 43, 44]. Digital sto-
ries were easily retrieved by other patients, caregivers,
healthcare professionals and the public, to complement
or enhance the technical data presented as statistics [37,
44, 47]. The digital stories offer a deeper understanding
of the patients’ healthcare experiences, including interac-
tions with healthcare professionals and receiving assess-
ments, education and treatment [45]. The knowledge
included in digital stories were often compelling and per-
suasive to engage the audience and promote information
retention [15, 34, 41-43]. Through digital storytelling,
patients can provide perspectives to key stakeholders that
may not have been otherwise, considered [15, 41].

The digital storytelling types and KT interventions
were mapped (see Fig. 2) to depict the different forms
of digital storytelling used with different KT strategies.
A majority of studies used digital stories as educational
material for healthcare professionals, patients, caregiv-
ers and policy makers. The aims of these studies included
training healthcare professionals [9, 13, 15, 35, 39, 41,
43, 45], analyzing the use of available social media and
resources as educational tools for patients [16, 34, 45,
48], creating a database for healthcare researchers and
patients to access [33, 44, 46], and using digital stories
for public health education [34, 37, 38]. Mass media was
used as a form of dissemination of information to a pub-
lic audience, at times coinciding with digital stories as an
educational resource. Patients have seized the opportu-
nity to access this readily available information, and used
social media platforms to interact with other patients and
healthcare providers [36, 40, 49]. The use of interactive
digital platforms for knowledge exchange may indicate a
growing trend of acquiring knowledge through virtual
communities, locally and internationally. These studies
highlight patients’ desire to connect with other people
who have similar experiences, appreciating the experi-
ential knowledge they may offer [16, 33, 36, 49]. Another
KT strategy, community outreach was used to examine
health and social disparities, drawing on digital storytell-
ing to bring communities together to promote awareness
and to influence policy [34, 35, 37, 38].

Discussion

Findings from this review indicate that digital storytell-
ing of patients’ health experiences is an emerging strategy
for translating knowledge in healthcare. A large portion
of the studies using digital storytelling for KT were pub-
lished in the last five years (n=16) which reflects the
recent development of this approach for KT purposes.
Digital storytelling used several different KT strate-
gies for health research to enhance accessibility, educa-
tion, and community building. Various forms of digital
storytelling were discussed in our findings including an
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interactive exchange of stories, published videos, and
patient stories embedded in websites about health con-
ditions. In most cases, digital stories were part of edu-
cational resources for other patients, caregivers and
healthcare professionals. Using a digital storytelling
approach received a positive reaction by the target audi-
ences as an engaging and powerful way of providing rel-
evant and meaningful information.

Shared decision-making (SDM) and patient engagement
have become an important elements of KT, in Canadian
health research [50] and internationally [51]. In the past
ten years, patients have been increasingly involved in KT
research, as part of the CIHR initiative Strategies in Patient
Oriented Research (SPOR), focused on patient involve-
ment in health research [50]. An international organiza-
tion, the International Patient Decision Aid Standards
(IPDAS), consists of patients, clinicians, researchers, and
policy makers, who have created and continue to update
standards to ensure quality and effectiveness in the devel-
opment and use of patient decision aids [51]. Patients want
to be informed and aware of options available as well as
be in a position to make choices based on reliable infor-
mation [52, 53]. Patients may relay their stories of experi-
ence to contribute to the SDM process by providing other
patients, caregivers, healthcare professionals and poly
malkers firsthand experiential knowledge. By sharing per-
sonal health experiences and hearing from other patients,
the digital stories may help patients feel more confident to
advocate for themselves. Health researchers recognize the
need to offer opportunities for patients to be involved at
various stages of research, to inform and support the deci-
sion making process [50, 51].

Healthcare professionals viewed digital storytelling
as a viable KT tool in the form of interactive, knowledge
exchange platforms for patients, caregivers and healthcare
professionals to share knowledge and expertise. One con-
cern of media-based digital storytelling is the quality or
accuracy of information which is not typically monitored
or substantiated by experts. Healthcare professionals have
expressed concerns that patients do not have the expertise
to provide reliable, evidence-based medical advice, creat-
ing a ripe opportunity to collaborate with patients and
develop resources that are accessible and relatable. In spite
of these concerns, patients appreciated the opportunity
to share their stories with other patients and caregivers
to provide support, insights and hope. Digital storytell-
ing of patients’ experiences must include the voices of the
patients while offering accurate and credible information.
Drawing on resources from SPOR [50] and IPDAS [51]
may provide patients and healthcare professionals with a
guide to support collaboration and ensure reliability.

Our findings highlight the benefits of using digital story-
telling in KT research including the use of the internet to
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Fig. 2 Evidence map of the number of studies for type of knowledge translation and type of digital storytelling. (Number of studies is represented
by the size of circle and the number seen in circle)

improve access and engagement by patients and caregiv-
ers. Healthcare professionals were provided opportunities
to gain a deeper understanding of their patients beyond
their health conditions or diagnoses. For culturally diverse
communities where health promotion and public health
education may be more challenging, digital storytelling
is a meaningful way to communicate and connect with
community members. Inasmuch as no evidence-based
framework for digital storytelling is endorsed within the lit-
erature, this review provided an overview of the extensive
ways digital storytelling has been used. We also offered an
outline of the different purposes and outcomes in the stud-
ies using digital storytelling as a KT tool, based on popula-
tion and research questions. Synthesizing and mapping the
evidence by type of digital storytelling, target population,
and type of KT interventions offers a visual representation,
summarizing the analysis in our scoping review.

Although methodological inclusivity allowed us to review
diverse studies, limitations of this review included the ina-
bility to access some potentially relevant studies. Seven cita-
tions were excluded because the full texts were not available.

The quality of the research of articles included was not
assessed because of various types of research designs.

Measuring the impact of digital stories as a KT tool
has not been investigated and is a gap in the available
research. In many studies, the digital stories were pub-
licly available online, but the impact on knowledge users
was not evaluated. Those who accessed the digital sto-
ries, mainly patients and caregivers, reported that watch-
ing and hearing patient experiences was more appealing
as compared to statistical or technical presentations.
Evaluating the impact of digital storytelling in terms of
knowledge acquisition, stakeholders’ understanding of
patients’ experiences, and changes in behavior could pro-
vide rationale for supporting the use of digital storytell-
ing with KT interventions in healthcare.

Implications

The use of technology, namely the media-based digital
storytelling, allows patients and other stakeholders to
access relevant information, but may lead to inaccurate
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or unsubstantiated material being distributed. Ensuring
that appropriate healthcare professionals are aware of
these resources and involved in knowledge dissemination
could ensure the messages are corroborated and verified
by trained specialists, while preserving the message being
conveyed by patients.

This scoping review provides a synthesis of the digital
storytelling literature used as a tool for KT interventions.
Our findings highlight the benefits of using digital sto-
rytelling, including audience engagement and informa-
tion retention, as well as facilitating patient involvement
in the KT process. To maximize the potential of digital
storytelling in KT activities, development of a framework
would be helpful to guide the use of digital platforms
and ensure consistency. Furthermore, it can support
researchers and clinicians in making decisions of what
types of digital storytelling to focus on, based on their
desired outcomes and aims for KT.

Conclusions

The use of digital storytelling has emerged as a KT strat-
egy in healthcare especially over the past five years;
however, concerns with the accuracy and reliability of
some of the available online information warrant further
research. Evaluating the impact of digital stories in terms
of knowledge transfer and implementation will provide
valuable information as to the effectiveness of digital sto-
rytelling, particularly as different forms of digital story-
telling emerge. There has been limited research on the
extent of this impact, and how it may lead to changes in
beliefs and/or behaviors warrants further investigation.
Developing a framework to facilitate future research in
this area would help patients, caregivers, health research-
ers, healthcare professionals and policy makers under-
stand the types of digital storytelling and determine the
most suitable option based on their KT goals.
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