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Abstract

Background: Information needs are one of the most prevalent unmet supportive care needs of those living with cancer, including
patients and their informal caregivers. Understanding how existing questionnaires for evaluating information needs have been
developed isimportant for guiding appropriate use and informing future research. A literature review examining how information
needs assessment questionnaires for use in the cancer context have been developed, with a specific focus on how questionnaire
items have been identified, does not exist.

Objective: Thisscoping review will examine how questionnairesfor ng the information needs of those living with cancer
have been developed with special focus on how patients, informal caregivers, and health care professionals have been involved
in the selection and identification of questionnaire items.

Methods: Thisreview will include published studies describing the devel opment and validation of information needs assessment
questionnaires for use in the oncology context. MEDLINE (Ovid), Embase (Ovid), CINAHL, Scopus, Web of Science, the
Cochrane Database of Systematic Reviews, and Psyclnfo will be searched. Articles published at any point up to the date of the
search will be eligible for inclusion. One person will screen titles and abstracts, and 2 people will screen and extract data from
full-text articles.

Results: Results are expected to be available in early 2023. Summary tables and a narrative summary will be used to describe
results.

Conclusions: This scoping review will assist in identifying appropriate information needs assessment tools to incorporate into
clinical and research contexts in oncology. It will also identify if additional information needs assessment tools are needed.
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Introduction

Overview

Information needs are one of the most commonly unmet
supportive care needs of patients and informal caregivers (ie,
friends and family who provide unpaid support to patients) [1].
Information plays an important role in both emotional and
problem-based coping [2]. When faced with a health problem
such asanew diagnosis of cancer, individuals seek information
to help them adjust and understand what actions they can take
toimprovetheir situation both in the short and long term. When
information needs are addressed, patients are more likely to be
active participants in decision-making [3], have better
health-related quality of life, and lower rates of anxiety and
depression [4,5].

Information needs of patients with cancer and their informal
caregivers have been assessed in multiple studies, using
validated questionnaires[6,7]. Validated questionnaires provide
researchers with tools that have been rigorously developed [8]
and produce data that can be compared between populations
and across time. However, when assessing information needs
using a validated questionnaire, it is important to understand
how the questionnaire was developed and its intended use.
Inappropriate selection of questionnaires can lead to erroneous
conclusions and recommendations [8].

One important consideration when selecting aquestionnaire is
how the questionnaire items were identified. Regarding
information needs, at least on a theoretical level, an important
distinction is between normative and expressed information
needs [9]. The word “normative’ [2] has been used to describe
theinformation needsidentified by health care professionals as
important for health care recipients to know. In contrast,
“expressed” [2] needs refer to information needs that are
identified asimportant by health care recipients such as patients
with cancer and their informal caregivers. Although there is
likely an overlap between normative and expressed needs, it is
hypothesized that key differences are also likely to exist both
in the content of these different types of information needs and
the consequences of whether or not each type of information
need is met.

Normative information needs may, at least to some degree, be
influenced by the pressures that health care professionas face
in their respective clinical, research, and administrative roles.
On the other hand, expressed information needs may be more
likely to reflect day-to-day challenges of those living with
cancer, asthey continueto pursuetheir prediagnosis value-based
goals[9-11], while navigating acancer diagnosis, survivorship,
and a hedlth care system with its own goals and values. The
crux of the digtinction is that, at least theoretically [9], an
educational intervention designed to address normative
information needs may facilitate a patient fitting well within
the health care system, whereas targeting expressed needs may
facilitate health care fitting better with the patient’s life and
values. If thisistrue, when selecting or interpreting the results
from a questionnaire designed to assess information needs, it
is important to have a clear understanding of whether the
guestionnaire is assessing normative or expressed information
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needs. Thislikely requiresan understanding of theintended use
of the questionnaire, the stepsinvolved in its devel opment, how
it was validated, and the processes involved in identifying the
guestionnaire items, including how health care recipients,
informal caregivers, and health care professional swereinvolved
in questionnaire item generation and selection.

A preliminary search of MEDLINE, the Cochrane Database of
Systematic Reviews, JBI Evidence Synthesis, and PROSPERO
was conducted to identify previous systematically conducted
literature reviews exploring how information needs assessment
tools in oncology were developed. This search identified
systematic reviews of information needsin the cancer population
that included studies using validated information needs
assessment tools to describe the information needs of patients
with cancer [6,7]. Additionally, one review by Christalle et a
[12] wasidentified that had systematically reviewed information
needs assessment tools across the heath care spectrum,
including in the cancer context. However, similar to other
reviews of health needs assessment tools [13,14], this review
focused on the methodological quality and psychometric
properties of the tools. A review specifically exploring how
guestionnaire items were identified and selected and who was
involved in this process could not be identified. Therefore, a
review is needed that is specific to the cancer context,
characterizing how information needs assessment questionnaires
have been devel oped, their intended use, and whether the types
of information needs being assessed are likely normative,
expressed, or both. The preliminary review performed as part
of the development of this protocol supports that there are
adequate numbers of information needs assessment
guestionnaires used in contemporary cancer research to provide
data for this review as evidenced by the 11 oncology-specific
guestionnaires identified in the review by Christalle et a [12].

This review will use a scoping review approach. A scoping
review is the most appropriate method for examining how
information needs assessment tools in the oncology context
have been devel oped. Scoping reviews are arigorous approach
to knowledge synthesis and are also flexible and can be used
to address a number of different types of abjectives, including
mapping the literature and describing how research has been
conducted [15,16]. This contrasts with systematic reviews,
which are best suited for research questions related to clinical
practice, where a comprehensive and unbiased summary of the
literature is required [15,17,18], such as when results from
randomized controlled trials are being compared to determine
best practices.

The objective of this scoping review is to examine how the
existing tools for assessing information needs of patients with
cancer and their friends and family have been developed,
including how they have incorporated expressed information
needs. This will be achieved by systematicaly reviewing the
literature to comprehensively identify information needs
assessment tools developed for the cancer context and then
examining how they have been developed and validated. The
rationale for the development of each questionnaire as well as
the processes for identifying, finalizing, and validating the
guestionnaire will be described. Regarding expressed
information needs, the role of the patients and informal
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caregiversinidentifying potential questionsand needsdomains
as well as determining the final version of the assessment tool
will be summarized.

Review Questions

The objectives of thisreview will be achieved by systematically
reviewing the literature to answer the following questions:

« What questionnaires have been created and validated for
evaluating the information needs of people living with
cancer?

+  What isthe stated purpose of each questionnaire?
»  What cancer contexts (ie, cancer type, treatment intent,
and population) have these tools been devel oped for?

«  How were the questionnaires developed?

»  How were potential questionnaireitemsidentified and
finalized?

»  How were the questionnaires validated?

+  How were patients, health care professionals, and
informal caregivers involved in the process of
developing the questionnaires, including in the
identification and selection of questionnaire items?

+  How were test and measurement guidelines (eg,
COSMIN checklist [19]) used in the development and
reporting of the measure?

Methods

The proposed scoping review will be conducted in accordance
with the JBI methodology for scoping reviews[16,20]. Theone
exception to thisisthat the screening of titles and abstracts will
be conducted by asingle author, as supported by Cochrane[21].

Eligibility Criteria
Population

This scoping review is focused on characterizing the
development of validated assessment tools rather than
characterizing differences in measured outcomes in certain
populations. As such, the “participants’ aspect of the scoping
review eligibility criteriais not applicable.

Concept

This scoping review will examine how information needs
assessment tools have been devel oped, including the motivation
for the devel opment, the stepsin the devel opment, and the steps
taken to include the expressed information needs of health care
recipients.

Context

This scoping review will include the literature relevant to the
cancer context, both in clinical and research settings. It will
include published reports describing the development of tools
designed for patientsand/or informal caregivers(ie, friendsand
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family). Literature specific to the pediatric population will be
excluded. Non—English-language studies will be excluded.

Types of Sources

This scoping review will consider any report related to the
development of information needs questionnaires for patients
with cancer published in peer-reviewed journals. Reports will
include those that directly describe and report on their
development, including methods of identifying questionnaire
itemsaswell astesting of psychometric properties. Additionally,
reports cited as rational for selection of certain items will be
included. As aresult, this review will include a wide range of
reports including but not limited to the following: protocols of
both experimental and quasi-experimental study designs such
asrandomized controlled trials, nonrandomized controlled tridls,
before and after studies, and interrupted time series studies,
analytical observational studies including prospective and
retrospective cohort studies, case-control studies, and analytical
cross-sectional studies; descriptive observational study designs
including case series, individual case reports, and descriptive
cross-sectional  studies; experimental studies; reports on
preliminary results and works in progress; qualitative studies,
systematic reviews; and peer-reviewed essays and opinion
papers.

Search Strategy

The search strategy will aim to locate both published and
unpublished studies related to the devel opment of information
needs assessment tools for the oncology context. An initial
limited search of MEDLINE (Ovid) and CINAHL Plus with
Full Text was undertaken to identify articles on the topic. The
text words contained in the titles and abstracts of relevant
articles and the index terms used to describe the articles were
used, in collaboration with ahealth scienceslibrarian, to develop
a full search strategy for MEDLINE (Ovid) and CINAHL
(Multimedia Appendix 1). The search strategy, including all
identified keywords and index terms, will be adapted for each
included database or information source. The databases to be
searched include MEDLINE (Ovid), Embase (Ovid), CINAHL,
Scopus, Web of Science, the Cochrane Database of Systematic
Reviews, and Psyclnfo.

Studies published in English will be included.
Non—English-language studies will not be included as the
researchers are primarily interested in learning what tools are
available for use in their respective English-based clinical and
research practices. Studies published since the beginning of the
database will beincluded, asthereisno reason to exclude ol der
studies.

Asappropriate, authors of reportswill be contacted to determine
if missing or additional data are available in peer-reviewed
publications. Grey literature, and non—peer-reviewed reports,
including unpublished studies or protocols, will not be excluded
from this review. Inclusion and exclusion criteria are
summarized in Textbox 1.
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Inclusion criteria

«  Reportsindexed up to the date when article searching begins (ie, post completion of blind protocol peer review).

«  Reports describing the development or use of information needs assessment questionnaires, specifically for adults living with cancer, including

patients and informal caregivers.

« Reportsrelated to any type of malignancy, including a single or multiple types.

« Reportsrelated to any point in the cancer journey, from diagnosis to surveillance or palliation.

«  Any geographic location.

Exclusion criteria
o Non—peer-reviewed literature.

«  Non-English-language literature.

« Reportsrelated to the development of multidimensional needs assessment tools (ie, not focused on information needs).
« Reportsrelated to tools designed specifically for the pediatric population, including adult informal caregivers of patients with pediatric cancer.

« Reportsrelated to assessing information needs regarding cancer screening.

Evidence Selection

Following the initial database search, all identified citations
will be collated and uploaded into Covidence (Veritas Health
Innovation), and duplicateswill be removed. Titlesand abstracts
will then be screened by 1 independent reviewer for assessment
against the inclusion criteria for the review [21]. The full text
from the screened articles will be assessed in detail against the
inclusion criteria by 2 independent reviewers. Reasons for the
exclusion of full-text sources of evidence that do not meet the
inclusion criteria will be recorded and reported in the scoping
review. Any disagreements that arise between the reviewers at
each stage of the selection process will be resolved through
discussion or with an additional reviewer(s). The results of the
search and the study inclusion process will be reported in full
in the final scoping review and presented in a PRISMA-ScR
(Preferred Reporting Items for Systematic Reviews and
Meta-analyses extension for Scoping Reviews) flow diagram
[22].

Datawill be extracted from papersidentified through the search
strategy by 2 independent reviewers, using a data extraction
tool devel oped by the reviewers. The data extracted will include
specific details about the participants, concept, context, study
methods, and key findings relevant to the review questions.

A draft extraction form is provided (Multimedia Appendix 2).
It was initially developed from the template provided by JBI
for data extraction tools used in scoping reviews [16] and
informed by the research questions. In particular, specific data
extraction questions focused on identifying the level of
involvement of patients and informal caregivers, compared to
health care professionals, will assist in evaluating whether the
questionnaire is focused on assessing expressed or hormative
information or abalance of both, or if itissimply not clear from
available literature. Additionaly, the COSMIN checklist
sectionsrelated to general recommendations and content validity
were used to inform the devel opment of the data extraction tool
[19], asthey closely relate to the objectives of this study.
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The draft data extraction tool will not be piloted prior to data
extraction. However, the extraction tool is expected to be
modified and revised during the process of extracting data to
capture relevant data, including data that emerges as important
during the course of data extraction. Modifications to the
extraction tool will be detailed in the scoping review. Any
disagreementsthat arise between thereviewerswill beresolved
through discussion or via additional independent reviewers.

Of note, to ensure that the number of information needs
assessment tools reviewed in this study is as comprehensive as
possible, the titles and abstracts identified through the initial
database search will also be reviewed to identify studies
reporting on quantitative assessments of information needsusing
validated questionnaires. Screening for these articles will be
accomplished by asinglereviewer who will also review thefull
text of these studies, including their references lists, to identify
additional reports potentially meeting the inclusion criteria of
this scoping review. These articles will be combined with other
articles selected for full-text review to meet inclusion criteria,
and from that point, they will be treated equally with articles
identified directly through the database search. The number of
articlesidentified through this processwill be clearly demarcated
in the PRISMA-ScR flow diagram.

Results

Activities related to this scoping review began in December
2021 with the drafting and submission of this protocol for peer
review and publication. Results are expected to be availablein
early 2023 and will be reported in accordance with the
PRISMA-ScR reporting guidelines [22]. Extracted datawill be
presented in both narrative and table forms. A summary table
of theyear of publication, country of thelead author, and cancer
contexts (ie, treatment intent, type of cancer, and during active
treatment or surveillance) for which the questionnaires were
developed will be created. Additionally, 2 separate tables will
be created summarizing the collected data related to the first
and second research questions.
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Discussion

Principal Findings

Based on the preliminary search conducted as part of the
development of this protocol, the resulting scoping review will
be the first to systematically evauate the development of
information needs assessment questionnaires for use in the
oncology context. Importantly, it will characterize how the
expressed needs of those living with cancer have been
incorporated into the existing information needs assessment
tools. As such, this review has the potential to impact both
clinical and research practices in oncology, including but not
limited to the development of more rigorous patient-reported
measures in oncology settings.

Intheclinical setting, thisreview will be helpful in guiding tool
selection for capturing information needs in routine practices.
Screening for psychosocial distress as part of the routine
oncology clinical practice is considered standard of care by
many professional organizations such asthe American Society
of Clinical Oncology [23]. Routinely, patient-reported outcome
measures (PROMs) are central to distress screening strategies.
In someingtitutions, PROMsthat specifically assessinformation
needs are collected as part of aroutine practice [24]. By being
thefirst systematically conducted review to characterize whether
existing information needs assessment tools developed for the
cancer context assess normative versus expressed information
needs, this review will inform clinicians in identifying which
information needs questionnaires to include as part of their
routine assessments. Additionally, it will assist cliniciansin the
correct interpretation of results, which may lead to better
identification of information gaps and devel opment of improved
information provision practices.

From aresearch perspective, thisreview is expected to support
researchers in identifying appropriate tools for capturing
information needs—related data and facilitating awareness of
the limitations of the selected tools [8]. It will aso identify
where there is a need for devel opment of additional measures
and providesinsight into best practices for the development of
information needs measuresin thefuture. Lastly, by identifying
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how the expressed information needs [2] of those experiencing
cancer have been included in existing measures, this review
will provide an important lens for interpreting the existing
published literature characterizing the information needs of
those living with cancer.

Limitations

Despite identifying what appears to be an adequate body of
literature to support thisreview, it is not clear whether sufficient
detailswill be ableto beidentified in the existing peer-reviewed
literature to adequately addressthe research questions. Although
the rate of publication of protocolsisincreasing [25], research
results, including descriptions of the research methods
employed, commonly go unpublished [26]. It is simply not
known whether a sufficient level of detail about the procedures
used to devel op the instrumentsto answer the research questions
will be identified in the peer-reviewed literature. Identifying
the relative presence or absence of the details relevant to the
research questions in the literature is not an explicit objective
of this review; however, the discovery of insufficient data to
address specific research questions will certainly be important
for guiding future work such asin-depth qualitative explorations
of how existing questionnaires have been developed
incorporating semistructured interviews with the lead
developers.

Conclusions

Information needs are one of the most commonly unmet
supportive care needs of those living with cancer [1]. Unmet
information needs negatively impact the cancer experience
[3-5]. Understanding how the questionnaires used to assess the
information needs of those living with cancer have been
developed is key to appropriate questionnaire selection and
interpretation of reported results [8]. Systematic literature
reviews exploring various aspects of information needs
guestionnaires exist [13,14], and they have included tools
specific to oncology [12]; however, a review is needed to
specifically explore how information needs assessment
guestionnaires in the oncology context have been developed.
Thisreview will address this gap in the literature, and in doing
S0, assist future work to better support those living with cancer.

The authors would like to acknowledge Dr Alix Hayden, nursing librarian at the University of Calgary, for assisting in the

development of methods and search strategy for this protocol.

This review will contribute toward the completion of a doctoral degree from the Faculty of Nursing, University of Calgary for

the first author (MT).

This project was supported in part by scholarship funding provided by the Faculty of Nursing and the Department of Graduate
Studies at the University of Calgary aswell asan unrestricted research grant from Knight Therapeutics awarded to the lead author.

Conflictsof Interest
None declared.

Multimedia Appendix 1

Sample search strategies.
[DOCX File, 16 KB-Multimedia Appendix 1]

https://www.researchprotocol s.org/2022/9/e35639

JMIR Res Protoc 2022 | vol. 11 | iss. 9| 35639 | p. 5
(page number not for citation purposes)


https://jmir.org/api/download?alt_name=resprot_v11i9e35639_app1.docx&filename=d1370f0584e50676e789505f2bff82b4.docx
https://jmir.org/api/download?alt_name=resprot_v11i9e35639_app1.docx&filename=d1370f0584e50676e789505f2bff82b4.docx
http://www.w3.org/Style/XSL
http://www.renderx.com/

JMIR RESEARCH PROTOCOLS Thiessen et d

Multimedia Appendix 2

Data extraction tool.
[DOCX File, 20 KB-Multimedia Appendix 2]

References

1.

10.

11.

12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

Cuthbert CA, Boyne DJ, Yuan X, Hemmelgarn BR, Cheung WY. Patient-reported symptom burden and supportive care
needs at cancer diagnosis. a retrospective cohort study. Support Care Cancer 2020 Dec;28(12):5889-5899. [doi:
10.1007/s00520-020-05415-y] [Medline: 32270311]

Timmins F. Exploring the concept of 'information need'. Int J Nurs Pract 2006 Dec;12(6):375-381. [doi:
10.1111/j.1440-172X.2006.00597.x] [Medline: 17176311]

Gaston CM, Mitchell G. Information giving and decision-making in patients with advanced cancer: a systematic review.
Soc Sci Med 2005 Nov;61(10):2252-2264. [doi: 10.1016/j.socscimed.2005.04.015] [Medline; 15922501]

Mollaoglu M, Erdogan G. Effect on symptom control of structured information given to patients receiving chemotherapy.
Eur J Oncol Nurs 2014 Mar 15;18(1):78-84. [doi: 10.1016/j.€jon.2013.07.006] [Medline: 24095215]

Husson O, Mols F, van de Poll-Franse LV. The relation between information provision and health-related quality of life,
anxiety and depression among cancer survivors: asystematic review. Ann Oncol 2011 Apr;22(4):761-772 [FREE Full text]
[doi: 10.1093/annonc/mdg413] [Medline: 20870912]

Rutten LJF, AroraNK, BakosAD, Aziz N, Rowland J. Information needs and sources of information among cancer patients:
asystematic review of research (1980-2003). Patient Educ Couns 2005 Jun;57(3):250-261. [doi: 10.1016/j.pec.2004.06.006]
[Medline: 15893206]

Fletcher C, Flight I, Chapman J, Fennell K, Wilson C. The information needs of adult cancer survivors across the cancer
continuum: a scoping review. Patient Educ Couns 2017 Mar;100(3):383-410. [doi: 10.1016/j.pec.2016.10.008] [Medline:
27765377)

Boynton PM, Greenhalgh T. Selecting, designing, and developing your questionnaire. BMJ 2004 May
29;328(7451):1312-1315 [FREE Full text] [doi: 10.1136/bmj.328.7451.1312] [Medline: 15166072]

Freire P. Pedagogy of the oppressed 3rd ed. New York: Continuum; 2000.

Thiessen M, Sinclair S, Tang PA, Raffin Bouchal S. Information access and use by patients with cancer and their friends
and family: development of a grounded theory. JMed Internet Res 2020 Oct 29;22(10):€20510 [FREE Full text] [doi:
10.2196/20510] [Medline: 3311894Q]

Thiessen M, Hack TF, Pitz M, Anderson M. A model of identity grounded in the acute season of survivorship. Psychooncol ogy
2018 Oct;27(10):2412-2418. [doi: 10.1002/pon.4842] [Medline: 30048034]

Christalle E, Zill M, Frerichs W, Hérter M, Nestoriuc Y, Dirmaier J, et al. Assessment of patient information needs: a
systematic review of measures. PLoS One 2019;14(1):e0209165 [FREE Full text] [doi: 10.1371/journal.pone.0209165]
[Medline: 30703103]

Tian L, Cao X, Feng X. Evaluation of psychometric properties of needs assessment toolsin cancer patients: a systematic
literature review. PL0oS One 2019 Jan 8;14(1):e0210242 [FREE Full text] [doi: 10.1371/journal.pone.0210242] [Medline:
30620770Q]

Pian W, Song S, Zhang Y. Consumer health information needs. a systematic review of measures. Inf Process Manage 2020
Mar;57(2):102077 [EREE Full text] [doi: 10.1016/j.ipm.2019.102077]

Munn Z, Peters MDJ, Stern C, Tufanaru C, McArthur A, Aromataris E. Systematic review or scoping review? Guidance
for authors when choosing between a systematic or scoping review approach. BMC Med Res Methodol 2018 Nov
19;18(1):143 [FREE Full text] [doi: 10.1186/s12874-018-0611-x] [Medline: 30453902]

PetersM, Godfrey C, Mclnerney P, Munn Z, Tricco A, Khalil H. Chapter 11: Scoping Reviews (2020 version). In: Aromataris
E, Munn Z, editors. JBI Manual for Evidence Synthesis. Adelaide, Australia: JBI; 2020.

Tricco AC, Lillie E, Zarin W, O'Brien K, Colquhoun H, Kastner M, et al. A scoping review on the conduct and reporting
of scoping reviews. BMC Med Res Methodol 2016 Feb 09;16:15 [FREE Full text] [doi: 10.1186/s12874-016-0116-4]
[Medline: 26857112]

Aromataris E, Pearson A. The systematic review: an overview. Am J Nurs 2014 Mar;114(3):53-58. [doi:

10.1097/01.NA J.0000444496.24228.2c] [Medline: 24572533]

Mokkink LB, Terwee CB, Patrick DL, Alonso J, Stratford PW, Knol DL, et al. The COSMIN checklist for assessing the
methodological quality of studies on measurement properties of health status measurement instruments. an international
Delphi study. Qual Life Res 2010 May;19(4):539-549 [FREE Full text] [doi: 10.1007/s11136-010-9606-8] [Medline:
20169472]

Arksey H, O'Malley L. Scoping studies. towards a methodological framework. Int J Soc Res 2005 Feb;8(1):19-32. [doi:
10.1080/1364557032000119616]

Cochrane handbook for systematic reviews of interventions. Cochrane Training. URL: https./training.cochrane.org/handbook
[accessed 2022-07-15]

https://www.researchprotocol s.org/2022/9/e35639 JMIR Res Protoc 2022 | vol. 11 | iss. 9| e35639 | p. 6

RenderX

(page number not for citation purposes)


https://jmir.org/api/download?alt_name=resprot_v11i9e35639_app2.docx&filename=ba8901dc19602a6dc6701a1cb915d867.docx
https://jmir.org/api/download?alt_name=resprot_v11i9e35639_app2.docx&filename=ba8901dc19602a6dc6701a1cb915d867.docx
http://dx.doi.org/10.1007/s00520-020-05415-y
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=32270311&dopt=Abstract
http://dx.doi.org/10.1111/j.1440-172X.2006.00597.x
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=17176311&dopt=Abstract
http://dx.doi.org/10.1016/j.socscimed.2005.04.015
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=15922501&dopt=Abstract
http://dx.doi.org/10.1016/j.ejon.2013.07.006
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=24095215&dopt=Abstract
http://annonc.oxfordjournals.org/cgi/pmidlookup?view=long&pmid=20870912
http://dx.doi.org/10.1093/annonc/mdq413
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=20870912&dopt=Abstract
http://dx.doi.org/10.1016/j.pec.2004.06.006
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=15893206&dopt=Abstract
http://dx.doi.org/10.1016/j.pec.2016.10.008
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=27765377&dopt=Abstract
http://europepmc.org/abstract/MED/15166072
http://dx.doi.org/10.1136/bmj.328.7451.1312
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=15166072&dopt=Abstract
https://www.jmir.org/2020/10/e20510/
http://dx.doi.org/10.2196/20510
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=33118940&dopt=Abstract
http://dx.doi.org/10.1002/pon.4842
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=30048034&dopt=Abstract
https://dx.plos.org/10.1371/journal.pone.0209165
http://dx.doi.org/10.1371/journal.pone.0209165
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=30703103&dopt=Abstract
https://dx.plos.org/10.1371/journal.pone.0210242
http://dx.doi.org/10.1371/journal.pone.0210242
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=30620770&dopt=Abstract
https://doi.org/10.1016/j.ipm.2019.102077
http://dx.doi.org/10.1016/j.ipm.2019.102077
https://bmcmedresmethodol.biomedcentral.com/articles/10.1186/s12874-018-0611-x
http://dx.doi.org/10.1186/s12874-018-0611-x
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=30453902&dopt=Abstract
https://bmcmedresmethodol.biomedcentral.com/articles/10.1186/s12874-016-0116-4
http://dx.doi.org/10.1186/s12874-016-0116-4
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=26857112&dopt=Abstract
http://dx.doi.org/10.1097/01.NAJ.0000444496.24228.2c
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=24572533&dopt=Abstract
http://europepmc.org/abstract/MED/20169472
http://dx.doi.org/10.1007/s11136-010-9606-8
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=20169472&dopt=Abstract
http://dx.doi.org/10.1080/1364557032000119616
https://training.cochrane.org/handbook
http://www.w3.org/Style/XSL
http://www.renderx.com/

JMIR RESEARCH PROTOCOLS Thiessen et d

22.

23.

24,

25.

26.

Tricco AC, LillieE, Zarin W, O'Brien KK, Colquhoun H, Levac D, Tungalp, et al. PRISMA extension for scoping reviews
(PRISMA-ScR): checklist and explanation. Ann Intern Med 2018 Oct 02;169(7):467-473. [doi: 10.7326/M 18-0850]
[Medline: 30178033]

Smith SK, Loscalzo M, Mayer C, Rosenstein DL. Best practicesin oncology distress management: beyond the screen. Am
Soc Clin Oncol Educ Book 2018 May 23;38:813-821 [FREE Full text] [doi: 10.1200/EDBK _201307] [Medline: 30231391]
Cuthbert CA, Watson L, Xu Y, Boyne DJ, Hemmelgarn BR, Cheung WY. Patient-reported outcomes in Alberta: rationale,
scope, and design of a database initiative. Curr Oncol 2019 Aug;26(4):e503-e509. [doi: 10.3747/c0.26.4919] [Medline:
31548818]

van Rosmalen BV, Alldinger I, Cieslak KP, Wennink R, Clarke M, Ahmed Ali U, et al. Worldwide trends in volume and
quality of published protocols of randomized controlled trials. PLoS One 2017;12(3):e0173042 [FREE Full text] [doi:
10.1371/journal .pone.0173042] [Medline: 28296925]|

Scherer RW, Ugarte-Gil C, Schmucker C, Meerpohl JJ. Authorsreport lack of time as main reason for unpublished research
presented at biomedical conferences: a systematic review. J Clin Epidemiol 2015 Jul;68(7):803-810 [FREE Full text] [doi:
10.1016/].jclinepi.2015.01.027] [Medline: 25797837]

Abbreviations

PRISMA-ScR: Preferred Reporting Items for Systematic Reviews and Meta-analyses extension for Scoping
Reviews
PROM: patient-reported outcome measure

Edited by T Leung; submitted 11.12.21; peer-reviewed by K Hameen-Anttila, W Pian, Y Zhang; commentsto author 02.02.22; revised
version received 23.02.22; accepted 06.05.22; published 01.09.22

Please cite as.

Thiessen M, Harris D, Tang P, Raffin Bouchal S Snclair S

Examining the Development of Information Needs Assessment Questionnaires in Oncology: Protocol for a Scoping Review
JMIR Res Protoc 2022;11(9):€35639

URL: https.//www.researchprotocols.org/2022/9/e35639

doi: 10.2196/35639

PMID:

©Maclean Thiessen, Daranne Harris, Patricia Tang, Shelley Raffin Bouchal, Shane Sinclair. Originally published in IMIR
Research Protocoals (https.//www.researchprotocols.org), 01.09.2022. This is an open-access article distributed under the terms
of the Creative Commons Attribution License (https://creativecommons.org/licenses/by/4.0/), which permits unrestricted use,
distribution, and reproduction in any medium, provided the original work, first published in IMIR Research Protocoals, is properly
cited. The complete bibliographic information, a link to the original publication on https.//www.researchprotocols.org, as well
as this copyright and license information must be included.

https://www.researchprotocols.org/2022/9/e35639 JMIR Res Protoc 2022 | vol. 11 | iss. 9| €35639 | p. 7

RenderX

(page number not for citation purposes)


http://dx.doi.org/10.7326/M18-0850
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=30178033&dopt=Abstract
https://ascopubs.org/doi/10.1200/EDBK_201307?url_ver=Z39.88-2003&rfr_id=ori:rid:crossref.org&rfr_dat=cr_pub%3dpubmed
http://dx.doi.org/10.1200/EDBK_201307
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=30231391&dopt=Abstract
http://dx.doi.org/10.3747/co.26.4919
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=31548818&dopt=Abstract
https://dx.plos.org/10.1371/journal.pone.0173042
http://dx.doi.org/10.1371/journal.pone.0173042
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=28296925&dopt=Abstract
http://europepmc.org/abstract/MED/25797837
http://dx.doi.org/10.1016/j.jclinepi.2015.01.027
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=25797837&dopt=Abstract
https://www.researchprotocols.org/2022/9/e35639
http://dx.doi.org/10.2196/35639
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=&dopt=Abstract
http://www.w3.org/Style/XSL
http://www.renderx.com/

