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Abstract 
Background: Few areas of health have been as insidiously influenced 
by misinformation as cancer. Thus, interventions that can help people 
impacted by cancer reduce the extent to which they are victims of 
misinformation are necessary. The Informed Health Choices (IHC) 
initiative has developed Key Concepts that can be used in the 
development of interventions for evaluating the trustworthiness of 
claims about the effects of health treatments. We are developing an 
online education programme called Informed Health Choices-Cancer 
(IHC-C) based on the IHC Key Concepts. We will provide those 
impacted by cancer with the knowledge and skills necessary to think 
critically about the reliability of health information and claims and 
make informed choices. 
Methods: We will establish a steering group (SG) of 12 key 
stakeholders, including oncology specialists and academics. In 
addition, we will establish a patient and public involvement (PPI) panel 
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of 20 people impacted by cancer. After training the members on the 
Key Concepts and the prioritisation process, we will conduct a two-
round prioritisation process. In the first round, 12 SG members and 
four PPI panel members will prioritise Key Concepts for inclusion. In 
the second round, the remaining 16 PPI members will undertake the 
prioritisation based on the prioritised Key Concepts from the first 
round. Participants in both rounds will use a structured judgement 
form to rate the importance of the Key Concepts for inclusion in the 
online IHC-C programme. A consensus meeting will be held, where 
members will reach a consensus on the Key Concepts to be included 
and rank the order in which the prioritised Key Concepts will be 
addressed in the IHC-C programme. 
Conclusions: At the end of this process, we will identify which Key 
Concepts should be included and the order in which they should be 
addressed in the IHC-C programme.
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article can be found at the end of the article.
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Introduction
Cancer is the first or second leading cause of death in more than 
100 countries in the world1,2, having overtaken high mortality  
chronic diseases such as cardiovascular diseases in many  
countries3. Cancer also contributes to substantial and persistent  
disease burdens on patients and their families, such as finan-
cial and psychological burdens. According to the International  
Agency for Research on Cancer (IARC), the global cancer  
burden is expected to reach 28.4 million cases by 2040, a  
47% increase from 20202,4.

The growing incidence of cancer, the lack of unified treat-
ments, and the fact that many types of cancer are not entirely 
curable can lead to a fear of cancer disproportionate to its  
severity5,6. People with a cancer diagnosis will often seek 
health information to inform their decisions about treatment  
options7,8. However, much of the information available is 
unreliable. Reports suggest that more than half of the most 
widely shared cancer articles on social media are discredited  
health claims9,10. Furthermore, people’s ability to make informed 
choices about their health has been undermined by excessive 
information, which has generated a crisis of knowledge that 
is described as one of the most significant risks to health and  
health care11.

People are confronted almost daily with information or claims 
on social media about the effectiveness of specific treatments 
that may help maintain health or treat ill-health12,13. However, 
many of these claims are biased, inaccurate, or unsubstantiated,  
whether well-intentioned or motivated by commercial or  
other interests11,14. Unreliable information and claims about  
treatments may lead to inadequate or excessive health treat-
ments, which may cause harm for the individual11 and waste  
limited resources12. Lack of ability to judge the reliability of 
health information at the individual level can lead to delays 
in standard treatment and unavoidable harm, including death, 
while at the collective public level, it may alter the attitudes and  
behaviours of people, including policies on public health issues.

Few areas of health are as influenced by misinformation as  
cancer10. A recent study by Johnson et al.9 found that 33% of 
articles on the four most common cancers on Facebook and 
other social media sites contained misinformation. Among those  
containing misinformation, 77% contained harmful information9.  
The often-long course of cancer treatment, the different stages 
of some types of cancer and the potential treatment options 
may account for the proliferation of misinformation in the  
cancer field.

Reliable information can help reduce uncertainty in treatment 
decisions for those impacted by cancer and help alleviate anxi-
ety and depression9,15, thus facilitating their eventual recovery  
processes6. While it may not be possible to change the volume  
of information available, improving critical thinking about 
information and claims about the effects of treatments may 
help people identify and act on trustworthy claims and not act  
on those that are not trustworthy.

When a person or their loved ones are diagnosed with an  
illness such as cancer, the illness may become a turning point 
and dramatically influence their attitudes toward treatments and  
decisions16. Research has found that because of the eagerness 
to seek therapeutic results, people with a cancer diagnosis can 
place faith in fundamentally flawed therapies17, which can lead  
to unnecessary human suffering and an up to five times higher 
mortality rate depending on the cancer type18. Therefore, it is 
essential that people impacted by cancer are helped to protect 
themselves from being misled, intentionally or unintentionally,  
into making decisions about their health based on unreliable  
information and health claims.

An international collaboration of researchers led by Oxman et al.  
has developed the Informed Health Choices (IHC) initiative19.  
The IHC initiative is a structured, evidence-based programme 
that aims to enhance informed decision-making in health  
by providing people with the skills and knowledge necessary 
to understand and critically appraise the trustworthiness of a  
treatment claim.

The core of the IHC project is a suite of 49 Key Concepts 
that provide principles for evaluating the trustworthiness of  
treatment claims, comparisons, and health choices20. They 
empower people to recognise when health claims (the effects 
of doing or not doing something) are made, assess the trustwor-
thiness of the evidence used to support the claims, and make  
well-informed choices when choosing alternative courses of 
action21–24. The IHC Key Concepts Framework draws on exist-
ing theoretical frameworks within the fields of health literacy 
and critical thinking. In practical terms, the IHC framework  
provides a means of going beyond the delivery of informa-
tion to developing critical thinking skills. It supports critical  
thinking about the choices people make by helping them  
recognise and act on reliable information and, conversely, not 
act on misinformation. The Key Concepts have been adapted  
and used in fields such as agriculture, education and policing25.

The effectiveness of a primary school intervention based 
on the IHC Key Concepts has been evaluated in a large  
cluster-randomised trial in Uganda26. The authors concluded  
that the programme improves the students’ and their parents’  
ability to assess health claims. The improvements were shown  
to have been sustained over a one-year follow-up27.

Building on the IHC Key Concepts initiative, we will develop 
an online education programme called the Informed Health  
Choices-Cancer (IHC-C) programme to provide those impacted 
by cancer with the skills and knowledge necessary to think  
critically about the reliability of treatment claims and make 
informed choices. The programme will be developed in two 
work packages (WPs). WP1 will adapt the protocol used by  
Oxman et al. for lower secondary schools in East Africa to  
prioritise IHC Key Concepts to be included in the IHC-C  
programme and identify the order in which they will be 
addressed within the programme28. WP2 will develop an online 
education programme based on the Key Concepts prioritised  
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and ordered in WP1 and explicitly tailor these to a cancer  
population. This protocol details the methods of WP1.

Aim
This protocol describes the methods used to identify the IHC 
Key Concepts to be included in the IHC-Cancer programme 
and prioritise the order in which the Key Concepts will be  
addressed in the programme.

Protocol
Ethical approval and consent
The ethical approval for this study was granted by the  
University of Galway Research Ethics Committee (reference:  
2022.03.005). Informed consent will be sought from all  
participants prior to their participation in this study.

This protocol is reported according to the Reporting Guide-
line for Priority Setting of Health Research (REPRISE)29. 
The prioritisation process consists of the following steps (see  
Figure 1):

1.    Forming the steering group

2.    Establishing a patient and public involvement panel

3.    Training members of the steering group and patients  
and public involvement panel

4.    Prioritising the IHC Key Concepts

5.    Collating and analysing feedback, ordering the prioritised 
Key Concepts, and reaching a final consensus

Figure 1. Prioritisation process for the IHC-C Key Concepts. *(a) (b): The 20 PPI members will be divided into two groups for the two 
rounds of prioritisation. Group (a) will include four PPI partners who will participate in the first round of prioritisation, and group (b) will 
include 16 PPI partners who will participate in the second round of prioritisation. *PPI: Patients and Public Involvement; PPIs: Patients and 
Public Involvement members; SGs: steering group members; KCs: Key Concepts; IHC-C: Informed Health Choices-Cancer.

Page 4 of 12

HRB Open Research 2022, 5:55 Last updated: 11 SEP 2023



1. Forming the steering group
We will establish a Steering Group (SG) to ensure that key 
stakeholders will guide and shape the development of the 
IHC-C education programme. We will introduce the IHC-C  
programme to stakeholders (people impacted by cancer, medi-
cal oncologists, cancer nurses, cancer researchers, methodology 
researchers, experts from the IHC Key Concepts initiative and 
experienced educationalists). We will invite those individuals  
interested in developing this programme to join the IHC-C  
project.

2. Establishing a patient and public involvement panel
The involvement of people impacted by cancer is central 
to developing an IHC-C programme grounded in the lived 
experiences of those impacted by cancer30–32. We will estab-
lish a Patient and Public Involvement (PPI) panel comprising  
approximately 20 people impacted by cancer, defined as:

•    people diagnosed with any type of cancer,

•    survivors of any type of cancer,

•    informal caregivers of people with cancer,

•    loved ones of people with cancer (family, friends, or  
others who care about those with cancer).

We will recruit PPI panel members based on the eligibility  
criteria and through three channels to ensure that a diversity of  
people impacted by cancer (e.g., different ages, ethnicity, level  
of education, cancer types etc.) are included33.

We will initially undertake a social media (Instagram, Facebook, 
and Twitter) campaign to recruit people impacted by cancer  
for our PPI panel. We recognise that this recruitment proc-
ess may not enable the diversity of panel participants that we 
seek. Should that be the case, we will seek to recruit panel  
participants via the Irish Cancer Society Daffodil Centres, 
local cancer support centres and oncology outpatient clinics  
(Appendix 1).

In all recruitment channels, brief study information will be  
made publicly available, and potential participants will be invited  
to contact the research team to receive further information about 
the study. This will help limit any perception of external pres-
sures from the research team or those supporting the research 
team on the potential participants to engage with the study.  
Potential participants who provide their contact information  
to the research team will be provided with an information  
leaflet, consent form and an expression of interest form. While 
we plan to recruit 20 people impacted by cancer, we recog-
nise that not all who agree to take part will do so or be able to  
do so. Therefore, we will recruit up to 22 participants.

3. Training members of the steering group and patients 
and public involvement panel
Once the SG and PPI panel members have been identified, we 
will provide all members with both offline and online training.  
We will provide participants with preparatory reading materials  

by email or hard copy at least two weeks before the online 
training. All participants will be asked to familiarise  
themselves independently with the materials before the online  
training. Any questions participants have will be answered by 
the research team in advance or brought for discussion during 
the online session. The online training will be held in the form 
of separate but almost identical group meetings for each round  
of prioritisation that focuses on:

3.1 Introduction to the IHC initiative. We will briefly introduce 
the IHC project, including the problem it is trying to address  
and the solution the IHC-C seeks to provide.

3.2 Introduction to the IHC-C programme. We will familiarise 
all members with the details of the IHC-C programme, including  
the rationale for the project, purpose and processes involved.

3.3 Introduction to the IHC Key Concepts. We will explain 
the background of the formation and the IHC Key Concepts.  
We will provide participants with a list of all 49 Key Concepts 
and explanatory information (the list of all 49 key concepts 
can be found in the extended data). The 49 IHC Key Concepts 
are divided into three sections i.e., claims, comparisons, and  
choices21,22. An example of an IHC Key Concept is “it should 
not be assumed that treatments are safe or effective - or that 
they are not”. We will select two exemplar Key Concepts from  
each section to illustrate the Key Concepts. We will discuss 
each of these six exemplar concepts in detail, including the  
concept, its explanation with accompanying examples and the 
implications arising from the concept. We anticipate that this 
approach will help participants understand the principle and  
structure of the Key Concepts in a way that will enable 
them to review the 49 concepts. This is in line with evidence  
suggesting that adults can develop an understanding of the  
content they are interested in through independent study34. 
We will check with participants that this is the case and, if not, 
introduce additional education as required. We will make the 
complete resource of 49 Key Concepts and all the materials  
we used to explain the exemplar Key Concepts available to  
all members who participate in the prioritisation.

3.4 Prioritisation process. We will explain the purpose of the 
prioritisation process and the steps involved, including what  
we are asking participants to do.

In addition to encouraging participants to ask questions or make 
any comments, at any point during the training, we will hold  
a separate question and answer session at the end of the training.

All participants will also be informed that the online training  
meeting will last up to 2 hours and will be recorded to allow 
members to watch back if they still have questions about any  
part after the training.

4. Prioritising the IHC Key Concepts
4.1 Determining judgement criteria for Key Concepts  
prioritisation. The SG and PPI panel members will review 
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the IHC Key Concepts and prioritise those they feel should be  
included in the IHC-C education programme. This will be done 
using an online judgement form via QuestionPro software35,  
which asks participants to review each of the 49 Key Concepts  
and judge if they are (1) easy; (2) relevant; (3) how likely is 
it that people are already aware of this concept; and (4) how  
helpful the Key Concept is in supporting people to assess treat-
ment claims or make well-informed choices; and (5) whether  
the concept should be included in the IHC-C education  
programme (see Table 1 and Appendix 2). In addition,  
participants will be able to leave free text comments on each  
Key Concept and on the overall Key Concepts if they wish.

4.2 Prioritising the Key Concepts. Participants will be invited to 
prioritise the Key Concepts for inclusion in the IHC-C education  
programme in two rounds. Both rounds of prioritisation aim 
to identify and prioritise which of the Key Concepts should be  
included in the programme. We will invite the 12 SG members  
and an additional four PPI panel members to undertake initial  
prioritisation using the judgement form (described in 4.1).  
The second round of prioritisation will be conducted with  
sixteen PPI panel members who will use the same process and  
criteria used in the first round.

The prioritisation data collected will be extracted into secure 
data files, and all data will be stored in an organised file system 
on a secure network. We will use SPSS 26.0 statistical software 
to analyse the data using frequencies, percentages, medians  
(quartiles), and means (SDs) as appropriate.

5. Collating and analysing feedback, ordering the 
prioritised Key Concepts, and reaching a final consensus
After receiving responses and feedback from the two rounds 
of prioritisation, the research team will collate the feedback and 
develop the first draft of the IHC-C Key Concepts, which will 
be sent to the 12 SG members and four PPI panel members, of 

which two will be from the first-round prioritisation, and two 
will be from the second-round prioritisation. Subsequently,  
a consensus meeting will be held with these 16 members.

Participants at the consensus meeting will be presented with 
Key Concepts that were included and excluded after the two 
rounds of prioritisation. Participants will be invited to share 
their thoughts, opinions, and suggestions on the prioritised Key 
Concepts. Discussion will be invited, and the final set of Key  
Concepts for inclusion in the education programme will be  
agreed.

We will then ask participants to rank the order in which the 
Key Concepts should be presented within the educational  
programme. This is done on the assumption that while all  
49 Key Concepts are equally important in improving people’s  
critical thinking, participants will likely have a preference for 
the order in which the Key Concepts are introduced within the  
education programme.

Discussion
Empowering people impacted by cancer with the knowledge 
and skills necessary to think critically about the reliability of 
health information and claims and make informed choices is 
important. In WP1 of IHC-C programme, based on the IHC  
Key Concepts, members of the steering group and PPI panel 
will complete a two-round prioritisation, and through a joint  
consensus meeting, we will determine the prioritised and 
ranked Key Concepts resource for managing misinformation in  
cancer, which will also be the basis of the IHC-C intervention  
programme.

Dissemination
We aim to disseminate the findings of this study via relevant  
meetings, conferences and peer-reviewed academic journals.

Table 1. Judgement form.

Concepts

Criteria Judgements

Comments

1. How 
easy is it to 
understand 
this concept?

2. How relevant 
(i.e., of current 
significance or 
importance) do 
you think this 
concept is?

3. How likely is 
it that people 
are already 
aware of this 
concept?

4. How helpful 
do you think this 
concept is in 
supporting people 
to assess treatment 
claims or make  
well-informed 
choices?

Do you think this concept 
should be included in an 
education programme to help 
people impacted by cancer think 
critically about the reliability of a 
treatment claim or make  
well-informed choices?

Concept 1

☐ very easy 
☐ easy 
☐ uncertain 
☐ hard 
☐ very hard

☐ very relevant 
☐ relevant 
☐ uncertain 
☐ irrelevant 
☐ very irrelevant

☐ very likely 
☐ likely 
☐ uncertain 
☐ unlikely 
☐ very unlikely

☐ very helpful 
☐ helpful 
☐ uncertain 
☐ unhelpful 
☐ very unhelpful

☐ yes 
☐ no 
(If no, please state why: 
☐language; ☐readable; ☐design 
of instructions; others please 
specify: ____________________)

 

Concept 2  

Concept 3  
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Study status
Recruitment for the PPI panel members commenced in July  
2022.

Data availability
Underlying data
No underlying data are associated with this article.

Extended data
Zenodo: Prioritising Informed Health Choices Key Concepts  
for those impacted by cancer: a protocol_Appendix.  
https://doi.org/10.5281/zenodo.681718633

This project contains the following files:

-    Appendix 1: patient and public involvement (PPI) panel 
recruitment.pdf

-    Appendix 2: Informed Health Choices-Cancer judgement 
form.pdf

Zenodo: Key Concepts for assessing claims about treatment 
effects and making well-informed treatment choices (Version  
2022). https://doi.org/10.5281/zenodo.661193136

Data are available under the terms of the Creative Commons  
Attribution 4.0 International license (CC-BY 4.0).
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This is an important program of work whose rationale is well described and clear. The protocol for 
the development of the IHC for cancer is fairly thoroughly described and I would only have a few 
comments on clarity. 
 
It would be useful as a reader to understand earlier in the paper or have some concrete examples 
of the IHC Key Concepts. This would help orient the reader as to the specifics of what the IHC-C 
will cover and what the PPI panel will review. 
 
Section 3.3 - it would be useful to understand more about how the participants' understanding of 
the Key Concepts will be 'checked' and what the additional education will be if this is deemed not 
sufficient. 
 
Section 4.2 - I don't feel it is clear about what criteria/cut-offs will be used to determine whether a 
Key Concept will be included in the IHC-C or not. There is only one sentence on statistical analysis, 
which is a bit vague. How much will this quantitative data determine inclusion versus the 
qualitative free text comments? I think this could use a lot more detail. 
 
I feel the Discussion could provide a bit more detail, in particular on the IHC-C intervention 
program and the Key Concept resource.
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The authors intend to set priorities for a set of Key concepts for inclusion in an educational 
intervention for enabling cancer patients to assess the trustworthiness of claims about the effects 
of treatments. They plan to do this by setting up panels of key stakeholders, training them about 
the key concepts, and working with them to set priorities for the key concepts to be included. 
 
Overall, I have found this manuscript to have sufficient details. The motivation for the study is well 
articulated, and the aims and methods are generally well described. Below, I have highlighted 
some questions and comments about areas that I think could be improved upon. These 
comments should, at least, be interpreted as points of reflection. 
 
The main question I would like the authors to reflect on is: to what extent does the whole priority 
setting process as envisioned lend itself to elements of successful priority setting such as those 
described in: 
 
Sibbald, S.L., Singer, P.A., Upshur, R. et al. Priority setting: what constitutes success? A conceptual 
framework for successful priority setting. BMC Health Serv Res 9, 43 (2009). 
https://doi.org/10.1186/1472-6963-9-431.  
 
More specific comments and questions are highlighted below: 
 
1. Forming the steering group and PPI 
Inclusion of participants from marginalized groups/neighbourhood: I have noted the authors’ 
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considerations for diversity and inclusion in the selection of participants for the PPI panels. 
However, I wonder if, besides age, sex, education, cancer type, and gender, other social 
determinants of health such as neighbourhood and socioeconomic status were considered in 
populating these groups. In addition, I would consider disability status. These variables could have 
a greater influence on access to information for decision-making, educational economic 
opportunities as well as health outcomes, and overall well-being. In fact, one could argue that a 
lack of consideration for housing status/neighbourhood or disability status, for example, could 
contribute to inequity in public engagement. To the extent that it is possible, it might be worth 
reflecting on these, as social justice and equity matters pertaining to public and patient 
involvement in research. 
 
3. Training members of the steering group and patients and public involvement pane 
The IHC concepts are likely to be new to the participants. How will you assess the understanding 
of information among panelists before they prioritise them? This is especially important as there is 
likely to be little if any qualitative data collected to explain how people prioritized the concepts. 
 
4. Prioritising the IHC Key Concepts 
Could you please elaborate on the techniques for consensus building that you will be using? 
 
Relatedly, how will you address disagreements and dissent? 
 
From previous experience, an understanding of some of the key concepts might be required in 
order to ensure a better understanding of others. Some build on the knowledge of others. How do 
you plan to incorporate this in your priority setting exercise especially? Is there likely to be a 
conflict between the conflicts prioritized by participants and those which from previous research 
are hypothesized to be required as a foundation for the understanding of others? 
 
“Participants will be invited to prioritise the Key Concepts for inclusion in the IHC-C education 
programme in two rounds.” How have you determined that two rounds will be enough? The 
principles of public engagement require that the right participants, enough participants are 
engaged and that participants should be engaged enough. How have you determined that your 
current numbers will be sufficient? What mechanisms have you instituted to ensure that if the 
numbers are not sufficient you will add more? How will you determine if the quality of 
engagement was sufficient? You might find some ideas from https://www.hra.nhs.uk/planning-
and-improving-research/best-practice/public-involvement/. Lastly, one of the key challenges of 
public involvement is evaluation. There is evidence to suggest that very few research undertakings 
evaluate their patient and public engagement activities. How will you evaluate the success of the 
engagement process and the priority-setting exercise? 
 
Table 1. Judgment form 
Judgments: I understand the need for a Yes/No variable/question in making final judgments: “Do 
you think this concept should be included in an education programme to help people impacted by 
cancer think critically about the reliability of a treatment claim or make well-informed choices?” 
With this said, have you reflected on whether you might get better data with Likert-type scale data 
for the judgment question? 
 
Dissemination plan  
Noted plans to disseminate findings through journals and conferences. Have you considered 
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other ways of dissemination to other relevant stakeholders who may not have ready access to 
conferences and journals? How will you ensure that you address any equity and social justice 
issues that could potentially arise in the dissemination process? 
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