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Abstract

Background Health Information-Seeking Behaviour (HISB) is necessary for self-management and medical decision-
making among patients with inflammatory bowel disease (IBD). With the advancement of information technology,
health information needs and seeking are reshaped among patients with IBD. This scoping review aims to gain a com-
prehensive understanding of HISB of people with IBD in the digital age.

Methods This scoping review adhered to Arksey and O'Malley's framework and Preferred Reporting Items for Sys-
tematic Reviews and Meta-Analyses extension for Scoping Reviews frameworks (PRISMA-ScR). A comprehensive
literature search was conducted in PubMed, Embase, Web of Science, PsycINFO, CINAHL, and three Chinese databases
from January 1, 2010 to April 10, 2023. Employing both deductive and inductive content analysis, we scrutinized stud-
ies using Wilson's model.

Results In total, 56 articles were selected. Within the information dimension of HISB among patients with IBD,
treatment-related information, particularly medication-related information, was identified as the most critical informa-
tion need. Other information requirements included basic IBD-related information, daily life and self-management,
sexual and reproductive health, and other needs. In the sources dimension, of the eight common sources of infor-
mation, the internet was the most frequently mentioned source of information, while face-to-face communication
with healthcare professionals was the preferred source. Associated factors were categorized into six categories:
demographic characteristics, psychological aspects, role-related or interpersonal traits, environmental aspects, source-
related characteristics, and disease-related factors. Moreover, the results showed five types of HISB among people
with IBD, including active searching, ongoing searching, passive attention, passive searching, and avoid seeking. Nota-
bly, active searching, especially social information seeking, appeared to be the predominant common type of HISB
among people with IBD in the digital era.

Conclusion Information needs and sources for patients with IBD exhibit variability, and their health information-

seeking behaviour is influenced by a combination of diverse factors, including resource-related and individual factors.
Future research should focus on the longitudinal changes in HISB among patients with IBD. Moreover, efforts should
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be made to develop information resources that are both convenient and provide credible information services,
although the development of such resources requires further investigation and evaluation.

Keywords Inflammatory bowel disease, Health information seeking behaviour, Review

Background

Crohn’s disease (CD) and ulcerative colitis (UC) are the
two most common forms of inflammatory bowel disease
(IBD), which is a complex chronic disease increasing
worldwide [1]. IBD is believed to result from a combi-
nation of genetic, gut microbiome, and environmental
factors, including diet [2]. Patients with IBD experience
a wide range of symptoms, such as abdominal pain,
chronic and recurrent diarrhoea, fatigue, and more,
which severely affect their health and quality of life [1].
Due to the large heterogeneity of IBD and the diversity
of treatments, modern management of IBD should be a
joint decision between informed patients [2, 3]. Health
information seeking has become a common phenomenon
for people with IBD during participation in medical deci-
sion-making and self-management of the disease. In the
field of information science and chronic disease research,
previous studies have demonstrated that a person’s health
information-seeking behaviour has the potential to posi-
tively influence the process and outcomes related to cop-
ing with or adjusting to an illness or condition, such as
improving treatment adherence and self-management
abilities [4, 5]. However, it can also have adverse effects,
such as contributing to health anxiety (e.g., Cyberchon-
dria), intensifying doctor-patient conflicts, and leading
to excessive healthcare utilization [6—8]. Furthermore,
patients seeking health information may encounter con-
flicting information from various sources, such as the
internet, expert opinions, reputable medical websites,
and anecdotes [9]. Reviewing and reconciling these con-
flicting pieces of information can exacerbate patients’
medical decision-making conflicts, ultimately influencing
their treatment choices and outcomes [9, 10]. Therefore,
it is vital to thoroughly understand the health informa-
tion-seeking behaviours of patients with IBD, which
could help health and information services enhance and
facilitate their access to trustworthy information.

Health information-seeking behaviour (HISB) has
been described as the purposeful seeking of informa-
tion related to an individual’s health, including health
promotion activities, risk factors, and illnesses [11, 12].
In an extensive conceptual analysis of HISB by Zim-
merman and Shaw [13] in 2020, the characteristics of
HISB were divided into an information dimension and a
method dimension, i.e., the types and amounts of health-
related information sought, the specific actions imple-
mented to obtain the information, and the sources used

by individuals. The rapid development of information
and communication technologies (ICTs) has recently
heightened health information demand and expectations
among consumers, constantly reshaping their HISB [14].
Given the diversity, accessibility, immediacy, and interac-
tive nature of ICTs, they have expanded the breadth and
depth of information available to patients and improved
access to health information sources, such as mobile
devices, websites, and social media [15]. It has captured
the attention of many researchers, and many empiri-
cal studies have investigated the information needs and
sources of information for people with IBD during this
technologically advanced period [16-18]. However, to
our best knowledge, few scoping or systematic reviews
have directly addressed the HISB of patients with IBD
and synthesised this body of knowledge in the digital era.
Al Khoury et al. [19] systematically reviewed perspec-
tives and expectations of patients with IBD. Although
the systematic review demonstrated that patients with
IBD expected more information about their disease pro-
cess, shared decision-making, and symptom control, it
provided limited details on their HISB, including the
discretionary actions employed to get information and
relevant variables. A scoping review of the evolution of
perceived engagement and care needs of patients with
IBD across the life-cycle also only briefly mentioned
their information needs, lacking an in-depth analysis of
characteristics and associated factors of HISB in the digi-
tal era [20]. Hence, it is necessary to conduct a scoping
review of the HISB among patients with IBD during this
technologically advanced period to inform better health
information system designs and ensure better patient
information services. In this scoping review, we aimed
to examine the state of research on the HISB among
patients with IBD and reveal the information and meth-
odological characteristics and associated factors of HISB
in the age of information.

Methods

This scoping review was undertaken in line with Arksey
and O’Malley’s framework for scoping studies [21] and
the Preferred Reporting Items for Systematic Reviews and
Meta-Analysis Extension for Scoping Reviews (PRISMA-
ScR) guidelines [22]. The purpose of this review is to pro-
vide our readers with an overview of how HISB among
IBD patients has been studied and present implications
for future research. While we have formulated four
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research questions to guide the review and provide struc-
ture, it is important to note that these questions serve
as a framework to explore the various aspects of HISB
among IBD patients, rather than to answer a specific
and focused research question or to critically evaluate
the available evidence. Hence, a scoping review was con-
ducted instead of a systematic review [21, 23].

Identifying the research question

Based on the information and methodological charac-
teristics of HISB, this review was guided by the following
questions:

1. What are the health-related information needs of
patients with IBD?

2. Where do they seek health information?

3. What are the types of health information-seeking
behaviour of people with IBD?

4. What factors are associated with the HISB of patients
with IBD?

Search strategy

The comprehensive literature search was conducted
in PubMed, Embase, Web of Science, PsycINFO, and
CINAHL. Additionally, Chinese sources were also
searched: China Biology Medicine Disc (CBMdisc),
China National Knowledge Infrastructure (CNKI), and
China Wanfang Database. Based on a preliminary review
of the literature and our clinical and research experience,
our search strategy combined the mesh subject headings
(MESH) and a series of free-text terms for the following
key terms: information seeking behaviour, help seek-
ing behaviour, information sources, information needs,
patient Education as topic, information preference,
Crohn’s disease, ulcerative colitis, and inflammatory
bowel disease. Specific search terms were modified for
each database (See Supplementary material 1). Besides,
studies published from January 1, 2010 to April 10, 2023
were considered. Because this period witnessed revolu-
tionary advancements in ICTs including mobile devices
and social media developments [24, 25], and there is
evidence that the majority of studies on the use of social
media in healthcare were published after 2010 [26, 27].
To uncover supplementary research, we manually scru-
tinised the reference lists of the incorporated studies
and relevant papers [21, 23]. The research team devised
the search strategies, and the first author conducted the
searches accordingly.

Eligibility criteria and study selection
The inclusion criteria for the studies were (1) peer-
reviewed journal articles; (2) observational studies
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considering HISB of patients with IBD; (3) studies pub-
lished in English or Chinese language. Studies were
excluded for any one of the following: (1) reviews, com-
ments or opinions, editorials, study protocols with no
empirical data, or intervention studies; (2) included
patients <18 years old, which groups are likely to have
special HISB as with other paediatric patients with
chronic diseases; (3) focused on the HISB of healthcare
professionals (HCPs); (4) focused on analysing the quality
of information on the Internet or social media; (5) studies
with critical data missed, or full text unavailable.

Identified records were imported into Endnote X9
to form a single combined library. Of the 3,612 articles
after deletion of duplicates, three reviewers (ZN, SL,
and LZ) screened the first 200 articles to ensure a con-
sistent understanding of the eligibility criteria [28].
Subsequently, two primary reviewers (ZN and LZ) inde-
pendently screened the collated titles and abstracts. To
avoid missing potentially pertinent studies, we did not
pre-emptively eliminate papers that appear to focus on
the characteristics or value of information sources at
the title and abstract screening stage. The full texts of
the remaining studies were retrieved and dependently
screened for their eligibility by two reviewers (ZN and
LZ), with any disputes resolved by a third reviewer (SL).
Following the scoping review methodology, we did not
perform any formal quality assessment on the studies in
this review [21, 22].

Data extraction and synthesis

Two independent reviewers (ZN and LZ) manually
extracted data from the included studies into Excel and
summarized it in a tabular format. According to the
objectives and review questions of this study, data for
each study was extracted as follows: the first author, title,
country, year of publication, study design, methodol-
ogy, sample size, aims, health information needs, types
of HISB, information sources, and associated factors.
In case of disagreement between the pair, ZN and LZ
reviewed the articles again and consulted with SL. Study
authors were contacted for details when the necessary
information was missing or incomplete.

We performed a content analysis of the included stud-
ies both deductively and inductively, because it leads
to an enrichment of the understanding of the studied
object [29-31]. In other words, we were receptive to new
themes. In phase 1, in addition to transferring the data
extracted to a data extraction form, the extracted data
were uploaded into NVivol2. In NVivol2, the uploaded
data were deductively coded into pre-defined main
themes that matched the review questions and, thus,
focused on results relating to health information needs,
information sources, the types and associated factors of
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HISB. In phase 2, two reviewers (ZN and LZ) re-exam-
ined and synthesized in an inductive approach captured
in the data within each theme, and identified sub-themes.
In addition, in the themes of intervening variables and
types of HISB, we further mapped the related sub-themes
into Wilson’s model of information behaviour [32]. To
ensure rigor and minimize biases, the study team exten-
sively repeated and re-evaluated the identified categories
several times [33].

Wilson’s model of information behaviour depicts the
information cycle, from information need to information
use, and includes intervening variables and mechanisms
significantly influencing information behaviour [32, 34].
Four different types of information-seeking behaviour are
identified: passive attention, passive search, active search,
and ongoing searching [32]. The first two are passive
modes, and the last two are opposite. Passive attention
refers to obtaining information without deliberately seek-
ing it, such as through watching television or listening to
the radio [32]. Passive search is a search for other types
of information that happens to be relevant to the individ-
ual [32]. This exposure to relevant information through
passive search often triggers an active search, where
the individual actively seeks out additional information
on the topic of interest. And it is the "primary mode" of
information seeking [32]. Ongoing searching, another
of the active modes, occurs when individuals periodi-
cally update or expand their knowledge framework after
an active search has established the basic framework
[32]. Additionally, Wilson categorised the intervening
variables into five groups, including psychological, demo-
graphic, role-related or interpersonal, environmental,
and source characteristics [32, 34].

Result

Study characteristics

In our preliminary search, a total of 4408 records were
identified. After removing duplicates and screening, the
final sample consisting of 56 studies was obtained (See
Fig. 1), including six studies in Chinese [35—40]. Of all the
studies, over half (n=32, 57.14%) were published within
the last five years, especially in 2021 (2=10,17.9%). The
included studies originated from 19 countries (based
on the first author’s affiliations), with the majority
from Europe (=28, 50%). A significant portion of the
included studies (n=34, 60.71%) employed quantita-
tive approaches, while 17 (30.36%) utilised qualitative
approaches, and 5 (8.93%) were based on mixed meth-
ods designs. As for specific methods, surveys were the
primary choice (n=32, 57.14%), followed by interviews
or focus groups (n=17, 30.36%). Interestingly, there are
three studies analysing forum posts [41-43]. Regarding
data types, all studies were based on cross-sectional data,
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and 5 studies (8.92%) utilized multicenter data. Partici-
pant sample sizes in the included articles varied widely,
ranging from 13 [35] to 3,115,477 [44]. Four studies did
not specify the sample size due to their methodology
[41-43, 45]. Among the 44 studies (78.57%) involving
participants with both Crohn’s disease (CD) and ulcera-
tive colitis (UC),12 (21.43%) also included participants
with unspecified or other types of IBD diagnoses. Addi-
tionally, six studies (8.93%) focused on CD (n=4) [18,
46-48] or UC (n=2) [49, 50]. Among the final included
studies, only a few (n=2) examined HISB as a whole
variable [16, 51], while the majority (n=41) focused on
one or two aspects of HISB, such as content of informa-
tion needs, information sources, and types of seeking
behaviour [13]. Approximately 73.21% (n=41) of the
studies discussed various information needs of patients,
and 91.07% (n=>51) investigated patients’ information
sources. However, types of HISB based on Wilson’s model
were identified in only 67.86% of the studies (n=38). (The
overview of the included studies is presented in Supple-
mentary material 2).

Content of health information needs

We identified five main categories related to information
needs from 46 studies [16-18, 35-43, 45-78], report-
ing on a total of 19 information needs (see Table 1).
IBD treatment information (#=39) was the most fre-
quently mentioned category, primary focusing on medi-
cation details for patients with IBD. From the 16 studies
that reported medicine-specific information needs, we
noticed that patients with IBD were primarily focused
on information about medication options [16, 42, 48, 51,
52, 55, 60, 63, 73, 74, 76, 77] and potential side effects of
drugs [16, 18, 48, 51, 52, 54, 55, 62, 65, 73, 74, 76, 77].
Moreover, seven studies focused on specific information
about surgery, including surgical procedures [46, 47, 50,
56, 57, 70], surgical complications, long-term recovery
and practical matters such as returning to exercise, die-
tary restrictions, management of stomas, and cosmetic
issues after surgery [46, 47, 49, 50, 57, 70]. Regarding
information about alternative treatment, some studies
indicated that certain patients expressed an interest in
knowing the availability of non-conventional therapies
for IBD and how these therapies can support their treat-
ment [16, 74]. Other important categories of information
needs identified included daily life and self-management
(n=36, 64.29%), IBD-related basic information (n=33,
58.93%), and sex and reproductive health (n=15,26.79%).
Furthermore, We grouped some other information con-
tent into the miscellaneous category, including health
insurance policy, medical resources, and research on new
medicine [16-18, 35, 37, 39, 41, 45, 48, 51, 54, 55, 58—60,
62, 64—66, 68, 71, 73-75, 77]. And during the COVID-19
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Fig.1 PRISMA flow diagram

pandemic, two studies showed that they were more inter-
ested in information about how to deal with COVID-19
[58, 79].

In this scoping review, we found that many of the 46
studies (n=21) prioritized patients’ information needs
without setting specific scenarios (such as focusing on

surgery or pregnancy), and Table 2 presented the extracted
top four ranked needs from each study. Medication infor-
mation (n=17) was identified by people with IBD as the
most critical and necessary need out of the 19 information
needs stated above, followed by diet and nutrition (n=13)
and generalities about the disease (n=9).



Ni et al. BMC Public Health (2024) 24:307

Table 1 Information needs categories of patients with IBD
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Main category Subcategory

Number

Studies

of studies

IBD-related basic information  Generalities about the disease 10

Common symptoms / 21
Extraintestinal manifestation
Disease complications 13
Etiology 12
and mechanism
Prognosis/ Risk of cancer 9
Tests and diagnosis 7
Vaccination 3
Treatment Medication 33
Surgery 21
Alternative treatments 8
Daily life and self-management Diet and nutrition 29
Coping with IBD 22
(e.g., common self-care skills)
Exercise 6
Issues in work or learning 10
Psychological aspects 11
Experience of other patients 5
Travel-related health issues 3
Sex and 15
reproductive health
Miscellaneous needs ® 27

[16, 36, 37,40,43, 51,60, 69,72, 74]
[16,35,37,39,41-43,45,48,51,52, 55,59, 60, 66, 68, 7375, 77, 78]

[35,39,41,48,51,52,55,63, 66,69, 75-77]
[35,36,41,48,51,52,55,60, 63,68, 69,77]

[16,35,48,51,52,54,73,76,77]

[16,37,55,69,72,73,78]

[16,51,78]

[16-18,35-43, 45,48, 51,52, 54, 55, 60, 62, 63, 65, 66, 68, 69, 71-78]
[16,36,37,41,46-52,56,57,68-70,72,73,76-78]
[16,17,36,43,48,51,55,74]

[

6,18,35-37,39-41,43,45,48, 51,52, 54, 55, 60, 62, 63, 65, 66, 68, 69,
71-74,76-78]
[

16-18, 35,37,38,42,48, 51,52, 54, 55,59, 62, 63,68, 69, 71,72, 74,75,
77]

[35,39,55,62,73,74]
[16,39,48,52,54,66,73,74,76,77]
[16,37-39,45, 51,55, 65,66, 74, 75]
[
[
[

6,18,51,59,63]
53,67,73]
6,36,37,39,47,48,51,52,55,61,66,72-74, 76]

[16-18,35,37,39,41,45,48,51,52, 54,55, 58-60, 62, 64-66, 68, 69, 71,
73-75,77]

2This includes, for example, health insurance policy, medical resources, and research on new medicine

Table 2 Prioritization of information needs

Information needs

Number of studies

Studies

Medication information 17
Diet and nutrition 13
Generalities about the disease 9
Coping with IBD

Disease complications
Prognosis/ Risk of cancer

[©)INe NNe) NNeN

Common symptoms /
Extraintestinal manifestation

Etiological and mechanism
Surgery
Test and diagnosis

NN N W

Alternative treatments

[16,17,36,37,39,51,52,55,65,66, 68, 72-74, 76-78]
[18,36,37,39,52,55,66,68, 69,72, 76-78]
[16-18,37,51,52,69,72,74]

[17,39,51,52,55,77]

[39,48, 59, 66, 69, 76]

[18,36,48,72,73,77]

[48, 68, 69, 73, 74, 78]

[36, 48, 76]
[65,73]
[37,55]
[55,74]

Health information sources

The source of information is one of the frequently
reported aspects of information in HISB studies [80].
Of all the included studies, 91.07% (n=51) investi-
gated the current sources of information for patients
with IBD, and showed the most common sources

were HCPs (n=45) and online (n=49). Further, we
also made an in-depth analysis of the online infor-
mation sources of patients due to their variety in the
age of information. The majority of studies (n=27)
used the general internet as a whole to represent all
online health information source. Social media (e.g.,
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Facebook, Twitter) and online patient communi-
ties (n=19) emerged as the most widely used online
sources [60, 81]. Health websites (n=15), owned by
educational, commercial, governmental, and nonprofit
organizations, were the third most commonly used
source. Moreover, general search engines (e.g., Google,
Wikipedia, NHS choices) were also frequently men-
tioned (n=9). Only five articles mentioned the use of
mobile internet services by people with IBD [17, 46,
60, 65, 68]. Notably, 32 studies also investigated where
patients would most prefer to seek information. Face-
to-face discussion with HCPs was the most frequently
mentioned preferred source of information, followed
by search engines (See Table 3).

Types of HISB of patients with IBD

In these 38 studies showing the actions taken by patients
with IBD to seek information, some indications were
derived from the sources consulted and the patients

Table 3 The current and preferred sources of information
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quoted in the qualitative studies. We analysed the infor-
mation to identify five types of HISB in people with IBD,
four of which deductively mapped to the Wilson’s model.
The results presented that active searching (n=35) was
the most mentioned types in included studies. Patients
with IBD actively sought information from their HCPs
and various online sources, including reputable health
websites, general search engines, and social media [40,
56, 62]. Notably, we found that social information seeking
was a typical feature of active searching among patients
with IBD over the past decade. They regularly browsed,
searched, and shared information about the disease
through social networks and interactions with others
(e.g., friends, colleagues, experts, and online communi-
ties) [42, 50, 56, 58, 62]. Many studies (n=15) revealed
that patients would occasionally or continuously search
to gain knowledge about self-care or the latest research
developments, which is called ongoing searching [11,
62]. Five studies displayed passive attention behaviour

Information Sources Number Studies
of studies

Current Healthcare professionals @ 45 [16-18, 35, 36, 38-41, 44, 46-58, 60, 64, 65, 67-69, 71, 73-79, 81-88]
(n=51) Specialist printed 31 [16-18, 35, 36, 38, 39, 46-48, 50-54, 56, 58,62, 67,68, 71,73,75,77-79, 82, 83, 85, 86,

informational materials ° 88]

Government organizations 23 [16,17,41,47,48,50-53, 58, 60, 68, 69, 73, 74, 77-79, 81, 83, 84, 86, 88]

/Associations / Support groups ©

Other patients 18 [18, 35, 36, 38, 40, 41, 50, 56-58, 65, 68,69, 71, 74, 79, 83, 87]

Family members/Friends 14 [16,17,46,48,52,53,56,58,65,67,77,79, 85, 86]

Broadcast media 7 [16,38,51,56,58,79,86]

(e.g, TV, radio)

Lectures or meetings 3 [39, 40, 88]

Others 3 [53,65,67]

General Internet 27 [16, 35, 36, 38,40, 44,47,48,51,53,56,57,62,64,65,67,68,71,73,75,76,78,82, 83,

85-87]

Social media 20 [17,18,38,43,46,47,50, 52, 56, 58-60, 63, 69, 73,77,79, 81, 82, 84]

or online communities ©

Health Website f 16 [37,43, 45,46, 50, 52, 54-56, 59, 69, 77,79, 81, 84, 88]

Search engines 9 9 (17,18, 46,50, 55, 59, 69, 74, 88]

Mobile internet services 5 [17,46,60, 65, 68]
Preferred Face-to-face discussion with HCPs 24 [16, 18, 36, 38, 39, 46-48, 50-54, 65, 68, 69, 73, 77,79, 82, 85-88]
(n=32) Search engines 4 (17,59,67,78]

An HCP-guided social media network 2 [55, 60]

Health Website 2 [74,84]

2 For example, IBD specialists or nurses, gastroenterologists, surgeon, pharmacists, and family doctors

b For example, specialist books, brochure, magazines, patient leaflets

¢ For example, world health organization, health departments, the China Crohn’s & Colitis Foundation CCCF, the Crohn’s & Colitis Foundation CCFA, and the centers for

disease control and prevention CDC

94 Including, for example, religious leader and travel clinic

€ For instances, Facebook, Twitter, Instagram and YouTube

fIncluding, for example, the CCFA website, Crohn’s and Colitis Canada website

9 For instances, Google, Wikipedia, and NHS choices
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among some patients, where they inadvertently received
information from their environment, such as through the
radio or television [38, 40, 56, 79, 86]. Correspondingly,
seven studies noted passive searching behaviour, whereby
patients accessed relevant health information through
regular activities like reading newspapers or magazines
[17, 35, 63, 71, 83, 86, 88]. In addition to the four types of
information-seeking behaviour in Wilson’s model, it was
observed that certain patients exhibited a lack of engage-
ment in information-seeking behaviour or avoided seek-
ing information [38, 51, 70, 75, 82] (See Table 4).

Associated factors of HISB

In our review, we grouped and summarised the main fac-
tors influencing any aspect of HISB from the 43 included
studies into six categories (See Table 5). Five categories
were in line with Wilson’s model, and an additional cat-
egory was disease-related factors.

Demographic characteristics were the most often
reported associated factors. Studies showed that older
patients used the Internet less often to find health infor-
mation than younger patients [36, 59, 60, 64]. Some stud-
ies showed that women and patients with higher levels
of education might have higher information needs and
search for information more frequently [17, 52]. Further-
more, Reich et al. identified that black patients are more
likely to use social media to access information and man-
age disease than white patients [84]. One study showed
that individual income was significantly associated with
information-seeking content [55].

Within the psychological aspects, the frequently men-
tioned factors were disease-related anxiety and fears
[38, 69], individual preference [55, 58], and the experi-
ence of seeking health information [44, 63, 70, 84]. It
was clear that disease-related anxiety and fear would
both promote information seeking and lead to infor-
mation-avoidance behaviour [16, 38, 56]. Some studies
identified that frequent internet users were more likely

Table 4 The types of health information-seeking behaviour
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to report using ICTs to seek information of interest [44,
84]. In addition, feelings during the information seek-
ing process, such as being empathetic to the informa-
tion and too time-consuming, could affect the patient’s
motivation to seek and source selection [63, 84].

Associated factors of the category ‘role-related or
interpersonal’ were identified in four studies [48, 61, 68,
70], focusing on characteristics linked to an individu-
al’s social roles, interpersonal relationships, and group
dynamics. Childbearing women, young patients, and
patients with plans to have children have significantly
higher information demands concerning fertility [48,
61]. A family history of IBD is associated with a higher
preference for information [68]. Four studies addressed
the category of ‘environmental aspects’ [36, 48, 85, 86].
In a survey from China, it was pointed out that patients
may also pay attention to the usefulness and effective-
ness of Chinese medicine or acupuncture [36]. And a
multicentre, cross-sectional cohort study stated that
significantly more patients in Eastern Europe indepen-
dently searched for additional information regarding
their disease than in Western Europe [85].

Another frequently stated category was source-
related characteristics, including credibility and use-
fulness. The higher trustworthiness of sources and the
better output quality might change patients’ HISB [17,
57, 60]. Moreover, patients with IBD would like to con-
tinue their search if they perceived the usefulness and
importance of health information [58, 60]. Conversely,
they might avoid or refuse information seeking when
they perceived negative information [82]. Many studies
indicated the usefulness of ways to access information
could change patients’ choices of information sources
[45, 47, 62, 81].

Disease-related factors were the common variables
linked to their HISB. Disease duration and severity or
activity of IBD were the two most commonly mentioned
variables. Studies indicated that recently diagnosed

Types Example

Studies

"When [ first found out about Crohn's disease, | seen the commercial on TV,
and it was talking about the symptoms as far as having it. I'm like, dang, | go
through the same thing. " [56]

Passive attention [38, 40, 56, 79, 86]

Passive search "Information can be obtained through regular behaviours such as reading

newspapers or magazines. [17]

[17,35,63,71, 83, 86, 88]

Active search "On the stoma sites, a lot of people do Vlogs, so I've watched them before.

There's some good ones that are helpful. " [47]

[16-18, 38, 40, 42-44, 47, 50-58, 60, 62-64, 67, 68,
70,71,75,78,81-86, 88]

Ongoing search "l am on Facebook daily, so every now and then | see an article about IBD [17,38,40,42, 44, 50, 54, 56, 59, 62,68, 71,78, 81, 85]

that catches my eyes, I'll click on it and read it" [62]

Avoid seeking "| had joined some patient groups before, and | was so shocked by the infor-

mation in them that now | just don't want to know, | reject all of them." [38]

[38,51,70,75,82]
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Table 5 Associated factors of HISB among patients with IBD
Associated variables Number Studies
of studies
Demographic
Age 17 [16,17,36, 43,44, 48,50, 59, 60, 65, 66,
69, 70,73,76,81, 84]

Education level 8 [17,38,52,55, 60,69, 73, 84]

Gender 11 [16,17,44,48, 52,60, 65,68, 74,77,81]

Race / Ethnicity 3 [16,61, 84]

Income [55]

Psychological

Disease-related anxiety and fears 6 [16, 38, 56, 69, 70, 88]

Individual interest/preference 7 [44, 53,55, 58,68, 70, 84]

Self-efficacy in learning 1 [49]

Self-efficacy in health 2 [44, 70]

Experience of seeking health information 4 [44, 63,70, 84]
Role-related or interpersonal 4 [48,61, 68, 70]
Environmental

Place of residence 4 [36, 48, 85, 86]
Source-related characteristics

Credibility

Trustworthiness 7 [16,17,55,60, 81, 84, 88]
Output quality 7 [17,38,58,60-62,77]
Usefulness

Perceived usefulness of health information 3 [58,60, 61]
Perceived usefulness of ways to access information 7 [45,47,56,62,71,77,84]
Perceived negative of health information 2 [56, 82]

Disease-related
Disease duration 8 [38,48,66,69,71,75,78, 84]
Disease activity / Severity 8 [16,37,38,51,70, 75,81, 84]
Experience of treatment 3 [16,73,81]
Types of IBD 4 [16,72,76,81]

patients and patients in the active stage had higher infor-
mation needs and tended to search more actively for
information [52, 54]. In contrast, patients in remission
were mainly interested in recent advances in research
and long-term disease evolution [16]. Moreover, patients
using different medications sought out different informa-
tion content [54, 66, 70, 73]. There appears to be a cor-
relation between types of IBD and health information
seeking [16, 72, 76, 81]. One study stated that patients
with CD were significantly more concerned about dis-
ease-related information [72], while Pittet et al. found
that UC patients expressed more demand for information
and less satisfaction with the information received [16].

Discussion

This scoping review identified 56 studies reporting the
HISB of people with IBD and provides an overview of
characteristics and associated factors of HISB among

patients with IBD in the digital era. Firstly, the content
and sources of health information were clearly presented.
Furthermore, we identified the types and factors of HISB
among patients with IBD based on Wilson’s model of
information behaviour. We anticipate that, to some
extent, the framework of this paper can assist researchers
in properly positioning their research aims in subsequent
studies so that the objectives correspond to particular
dimensions for in-depth empirical inquiry.

In our review, the results revealed diverse informa-
tion needs among patients with IBD, encompassing
fundamental aspects such as IBD-related information,
treatment details, self-management strategies, and con-
siderations related to sex and reproductive health, which
align with previous reviews [19, 20, 89]. Furthermore,
our analysis underscores the importance of prioritizing
patients’ information needs, given their dissatisfaction
with current information and the range of requirements
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[19, 82]. In a recent scoping review, researchers empha-
sized nutritional information as a significant and fre-
quently reported need among patients with IBD [89].
In contrast, the present scoping review demonstrated
information about IBD treatment, especially medication
information, was the most common and essential infor-
mation to be met by patients in the included studies. This
discrepancy may be because this review only included
studies from 2010 onward, a period in which there have
been significant changes and advances in pharmaco-
therapy as the primary treatment option for patients with
IBD, such as the widespread adoption of biologics [3, 90].
Concerning sources of information, our review indicated
that patients with IBD sought information through vari-
ous channels. Face-to-face communication with HCPs,
especially with IBD doctors and nurses, emerged as the
preferred source due to its authority and credibility,
consistent with findings in other reviews [20, 89]. How-
ever, the development of ICTs over the past decade has
prompted an increasing number of patients to turn to
online platforms, including social media and online com-
munities, for supplementary information beyond what
HCPs provide [14, 91, 92]. Despite the user-generated
nature of ICTs being ideal for accessing a plethora of
real-world experiences, concerns about the quality and
reliability of the material may limit their utility [93, 94].
Some included studies stated patients often express con-
cerns regarding the reliability and quality of information
obtained through these channels [17, 60]. Furthermore,
it is noteworthy that ICTs have reshaped the interactions
of patients with healthcare providers. Some studies sug-
gested that patients desired doctors to actively dissemi-
nate information on social platforms, which can facilitate
easier access to high-quality information [60, 84]. This
approach, which combines the strengths of both, may
increasingly become the preferred method for patients
seeking information.

To better understand patients’ information-seeking
behaviour, we used Wilson’s model to analyse the types
and factors of HISB among patients with IBD. Among
patients with IBD, active searching appeared to be the
predominant type of HISB, which is considered the most
prevalent information-seeking behaviour in the Wilson’s
Model [11]. Within our review, we noticed that social
information seeking [95] is particularly visible. Because
through social media, which is a key feature of Web
2.0 [96], patients can seek and share information with
a broader range of people. Surprisingly, of all included
studies, some showed ongoing searching behaviour in
patients with IBD, similar to the findings in patients with
other chronic diseases [97]. It may be because the char-
acteristics of ICTs, such as diversity and accessibility,
offer more possibilities for ongoing searches for people
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with IBD [15]. However, it is essential to note that passive
seeking, including passive attention and passive search-
ing, was identified in some included studies. Analogous
observations in individuals with diabetes underscore the
significance of attending to passive seeking due to its
consequential impact on the medical decision-making
process [98]. Notably, we also found information avoid-
ance behaviour due to the negative information they per-
ceived, which could lead to uninformed decisions and
reinforcement of existing biases [99]. However, this phe-
nomenon is rarely mentioned in the field of IBD, which
requires further research to explore in depth.

The associated factors of HISB in patients with IBD,
according to studies in the current scoping review, are
echoed in the wider literature on health information
seeking, especially about demographic characteristics
[13, 100]. This review revealed that younger people uti-
lized the Internet to find health information more fre-
quently than older, and there was a significant connection
between education level and active seeking behaviour.
Besides, some included studies indicated that inactive
information-seekers were predominantly male. Source-
related characteristics (e.g., credibility, usefulness) were
also found to impact health information-seeking. For
instance, in a study exploring social media use among
patients with IBD, Jason et al. identified significant con-
cerns related to privacy/confidentiality and a lack of trust
in posted information among patients with [81]. This
finding was also reflected in a scoping review exploring
the HISB of older adults, which indicated that the cred-
ibility and usefulness of sources could change the pre-
ferred information source [14]. In addition, as reflected in
other reviews, the current review indicates factors related
to disease and psychological aspects are part of the main
associated factors of HISB in patients, such as disease
duration, disease severity, and disease-related anxiety
[14, 19, 98]. While we qualitatively identified various fac-
tors associated HISB in patients with IBD, the current
depth of exploration primarily extends to demographic
characteristics, leaving other aspects less thoroughly
examined. Future research endeavors should aim to delve
deeper into these unexplored dimensions.

Implications for future research

In general, this scoping review identifies the need for
more in-depth studies of HISB in patients with IBD.
Firstly, as for research methods, prevailing cross-sec-
tional approaches lack depth in understanding HISB
among patients with IBD. Our review underscores the
necessity for repeated surveys to explore evolving HISB
trends and further unveil the evolution of information-
seeking themes or sources, enriching our compre-
hension of HISB dynamics among patients with IBD.
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Meanwhile, prior mixed methods research predomi-
nantly relied on quantitative questionnaire analyses
and qualitative focus groups or interviews. Exploring a
broader spectrum of methodologies for this subject in
the future, such as eye tracking [101], desktop tracking
[102], or think-aloud protocols with evaluation imme-
diately after a health-related search [103], would offer
more objective and intricate data. These approaches
facilitate the analysis of patients’ attention distribution
and behavioral patterns during information search and
browsing. For example, eye movement capture allows
inferences about the extent of attention patients allo-
cate to specific information and their preferences in
information presentation. Next, as can be seen from the
evidence above, current research explored many factors
associated with HISB among patients with IBD. Future
studies can explore the causal relationship between
specific factors and HISB through various approaches,
such as longitudinal research. Thirdly, while we qualita-
tively analyzed five types of HISB in patients with IBD
based on the Wilson’s model, few of the included studies
directly examined specific patient-seeking actions, such
as passive attention and ongoing searching. It’s worth
noting that, due to the passive approach to information
seeking, when participants were asked how they sought
information, they tended to assume that the ques-
tion was asking about their active information seeking.
Future research and HCPs are suggested to place greater
emphasis on the specific seeking actions of individuals
with IBD, particularly focusing on passive seeking and
avoidance seeking, to enhance a more comprehensive
understanding of patients’ HISB. Additionally, with the
development of the mobile internet and the internet of
things, an increasing number of IBD patients turn to
the Internet for information-seeking and sharing their
views online. Future research should delve deeper into
online HISB and social information-seeking among
patients with IBD. Moreover, it could be explored the
relationship between HISB and online health-related
content generation by patients with IBD. Finally, exist-
ing educational interventions may not well meet the
information needs of people with IBD, especially among
newly diagnosed patients [104]. Our reviews revealed
the most preferred source of information is HCPs.
In the digital health era, integrating resources, such
as establishing an HCP-guided online community on
social media, can enhance patient information-seeking.
Furthermore, in the upcoming human-centred artificial
intelligence era, personalized computer-based informa-
tion resources could be developed, which could provide
targeted support for people with IBD with different
types of health information behaviours in various socio-
cultural settings.
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Limitations

There are several limitations in this scoping review. First,
the HISB among patients with IBD before 2010 was not
reviewed, because we want to underline the HISB of con-
temporary patients with IBD. Besides, we did not search
the grey literature and excluded articles not in Chinese or
English, and it was inevitable that some meaningful liter-
ature would be missed. Moreover, we excluded articles on
transition and paediatrics because we believed that a dif-
ferent, more focused review was needed at this particular
time. Moreover, we did not conduct an analysis of tempo-
ral variations in the literature. As a result, future research
could explore the application of knowledge graphs to
systematically delineate article themes across various
stages. This methodological approach holds promise for
uncovering the nuanced impact of evolving technological
and socio-cultural changes on HISB in individuals with
IBD over time [14, 105, 106]. What’s more, given the
limited scope of our study, we did not include research
directly analysing the association between HISB and
health behaviours or outcomes (such as treatment adher-
ence, disease remission, and quality of life) in patients.
However, we acknowledge that exploring the relation-
ship between HISB and health outcomes in patients with
IBD is an important area for future research. Further,
there are some inherent limitations of the Wilson’s model
[32]. It may not fully capture the nuanced HISB specific
to individuals with IBD, and variations among individu-
als can exist. Moreover, the model’s applicability depends
on contextual factors and the unique characteristics of
the studied population. To address these limitations as
much as possible, our research employed a combina-
tion of inductive and deductive analyses, uncovering and
exploring new categories beyond the scope of the Wil-
son’s model.

Conclusions

This scoping review provides an overview of research
on the health information-seeking behaviour of
patients with IBD. It demonstrates the diverse infor-
mation needs and sources among patients with IBD.
Notably, medication information emerged as the most
crucial information demand. While the internet was
the most frequently mentioned source, direct consulta-
tion with HCPs was the most preferred source of infor-
mation. Active searching, especially social information
seeking, was observed to be the dominant information-
seeking behaviour in the digital era for patients with
IBD. Additionally, their information-seeking behav-
iours were influenced by a combination of diverse
associated factors, such as resource-related and per-
sonal-related factors. However, this review highlights
the need for further research on health information
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behaviour in the context of IBD, despite the increasing
number of studies. Future research should focus on an
in-depth exploration of the HISB among patients with
IBD, including longitudinal changes. Moreover, efforts
should be made to develop information resources that
are both convenient and provide credible information
services, although the development of such resources
requires further investigation and evaluation.
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