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Context

e The Global Commission on Evidence to
Address Societal Challenges (the Global
Evidence Commission), which began in
2022 as a grassroots effort to improve the
use of research evidence, prioritized action
to put evidence at the centre of everyday
life.

¢ To further understand the strategies that
can be used to put evidence at the centre of
citizens’ everyday lives, the Global
Evidence Commission consulted with
subject-matter experts and citizen partners,
including the Citizen Leadership Group and
via a series of citizen panels, and
developed a list of five potentially promising
strategies that could help to achieve this
aim.

e This living evidence profile (LEP) addresses
strategy 2, which focuses on making
evidence available to citizens when they are
making choices, and includes two sub-
strategies — building more trustworthy
websites that feature evidence about a wide
range of choices, and creating tools
(sometimes called decision aids) that
explain what evidence is available about
different options alongside the pros and
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cons of each option — that could be used to help ensure evidence is made available to citizens in a variety of
decision-making scenarios that they may encounter in their everyday lives.

e This LEP is the second evidence synthesis in a series of five that collectively aim to examine what is known from the
best-available evidence documents about the full list of strategies developed by the Global Evidence Commission for
putting evidence at the centre of everyday life, including:
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Question

make evidence-based choices the default or easy option (LEP 9a)

make evidence available to citizens when they are making choices (this synthesis, LEP 9b)

help citizens judge what others are claiming or find (and receive) reliable information on a topic (LEP 9c)
engage citizens in asking questions and using new or existing evidence to answer them (LEP 9d)

help health and social systems learn and improve rapidly and contribute to a society-wide transformation (LEP

What is the best-available evidence related to making evidence available to citizens when they are making choices?
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High-level summary of key
findings

We identified 124 evidence documents (102
evidence syntheses, 19 single studies and
three protocols) across the two sub-
strategies listed in the framework below
related to making evidence available to
citizens when they are making choices.
Many of the evidence documents focused
on informative websites and decision aids
for patients making healthcare decisions.
The evidence indicated that patient-oriented
healthcare websites featuring interactive
content, tailored and integrated information,
and the use of plain language can improve
public credibility and trustworthiness of web-
based health information.

The evidence also indicated that patient

decision aids work best when they combine

research evidence (e.g., evidence
syntheses), patient experiences and expert
insights, along with clear explanations of
how the evidence was gathered to ensure
transparency and usefulness.

o Digital decision aids were found to
significantly improve participation in
healthcare decisions and be beneficial
for informed treatment choice.

When developing interventions like decision

aids to support citizens when they are

making decisions, the evidence highlighted
that consideration should be given to the
timing and frequency of the interventions,
the perspectives of both citizens and
experts, and the application of decision aids
in real-world settings.

For this living evidence profile we engaged citizen partners, who read
earlier drafts to ensure the summary of the evidence was presented
with clear and understandable language from their perspective.

We identified evidence addressing the question by searching Health
Systems Evidence, Social Systems Evidence, PubMed, Web of
Science, ProQuest and EBSCOhost search. All searches were
conducted in April 2024. The search strategies used are described in
Appendix 1. In contrast to evidence-synthesis methods that provide
an in-depth understanding of the evidence, this profile focuses on
providing an overview and key insights from relevant documents.

We searched for full evidence syntheses (or synthesis-derived
products such as overviews of evidence syntheses) and protocols for
evidence syntheses. We appraised the methodological quality of
evidence syntheses that were deemed to be highly relevant using
AMSTAR. AMSTAR rates overall quality on a scale of 0 to 11, where
11/11 represents a review of the highest quality. The AMSTAR tool
was developed to assess reviews focused on clinical interventions, so
not all criteria apply to evidence syntheses pertaining to delivery,
financial or governance arrangements within health systems or to
broader social systems.

We anticipate completing a jurisdictional scan that will be included in
the next update to this LEP.

A separate appendix document includes:

1) methodological details (Appendix 1)

2) details about each identified evidence synthesis (Appendix 2)

3) details about each identified single study (Appendix 3)

4) syntheses that were excluded in the final stages of review
(Appendix 4)

5) references.

Framework to organize what we looked for

The strategy of making evidence available to citizens when they are making choices was categorized into two sub-
strategies:
¢ building more trustworthy websites that feature evidence about a wide range of choices

e creating tools (sometimes called decision aids) like websites, videos and brochures that explain what evidence is
available about different options alongside the pros and cons of each option (or citizen-friendly products).

We organize our findings around each sub-strategy, with a specific focus on what we know about the:

benefits of the approach



What we found

challenges/harms when using the approach

costs and/or cost-effectiveness of the approach
adaptations that must be made when using the approach
views about and experiences with the approach.

For this LEP, we identified 124 evidence documents (102 evidence syntheses, 19 single studies and three protocols)
relevant to making evidence available to citizens when they are making choices. There were two sub-strategies
identified under this approach (see framework above). Below, Table 1 provides a high-level summary of our key
findings, and the sections that follow provide a detailed description of our findings for each sub-strategy.

Table 1: What we know from identified evidence documents about making evidence available to citizens when

they are making choices

Building more trustworthy
websites that feature
evidence about a wide
range of choices

Creating tools (sometimes
called decision aids) like
websites, videos and
brochures that explain
what evidence is available
about different options
alongside the pros and
cons of each option

What does the evidence say about strategy #2: Making evidence available to
citizens when they are making choices? And, in particular, what do we know about
the:

benefits of the approach?

challenges/harms when using the approach?

costs and/or cost-effectiveness of the approach?
adaptations that must be made when using the approach?
views about and experiences with the approach?

Key features of impactful websites that can affect credibility and trustworthiness
include interactive content, tailored and integrated information, the design and
layout, sociodemographic data, and the use of plain language[benefits]

Other beneficial supports for the use of websites include evidence- and
experience-based prompts and tools [benefits]

There is a need for better quality internet resources to support use and multiple
evaluation methods to assess all stages of website development
[challenges/harms]

No key insights about costs and/or cost-effectiveness, adaptations, or views about
and experiences with the approach

Decision aids were found to be effective at increasing knowledge and decisional
confidence and quality among users, as well as improving communication
between patients and clinicians [benefits]

Digital decision aids were found to significantly improve participation in healthcare
decisions and be beneficial for informed treatment choice [benefits]

Evidence indicates that decision aids work best when they combine research
evidence, user experiences and expert insights [benefits]

Decision aids may not allow for tailoring of information to reflect patients’ complex
needs and accommodate their preferences [challenges/harms]

When decision aids are developed without the involvement of citizens or patients,
there are missed opportunities to collaborate in designing effective decision aids
[challenges/harms]



 There is minimal evidence on decision aids for disadvantaged populations and for
diverse treatment alternatives outside of traditional treatment options in hospital
settings [challenges/harms]

» There is no clear evidence that decision aids save money in healthcare, and there
is a need to better assess the economic impacts of decision aids accurately
[costs and/or cost-effectiveness]

 Evidence indicates that patients value the plain language, simple visuals and
balanced information on treatment experience, quality of life and side effects, all of
which decision aids can provide [views and experiences]

» Oftentimes healthcare professionals may have differing views than patients on the
importance of clinical outcomes compared to quality of life (and the disease and
treatment factors that affect quality of life); having both perspectives is therefore
important when developing decision aids [views and experiences]

* No key insights about adaptations with the approach

Key findings from included evidence documents

We identified 124 evidence documents (102 evidence syntheses, 19 single studies and three protocols) across the two
sub-strategies related to making evidence available to citizens when they are making choices.

Sub-strategy 1: Building more trustworthy websites that feature evidence about a wide range of choices

For the first sub-strategy, three evidence syntheses and two single studies met the inclusion criteria. In terms of citizens
using patient-oriented websites, the evidence indicated that website features such as interactive content, design and
layout, sociodemographic data, and use of plain language can affect public credibility and trustworthiness of web-based
health information.(1-3) Tailored and integrated information on different stages of patients’ conditions and healthcare
processes combined with evidence- and experience-based prompts and tools can also be beneficial for supporting
patients using websites.(3; 4) However, the evidence highlighted the need to develop better quality online resources to
support patients’ decision-making about treatment (although few details were offered to help define what would
constitute ‘better quality’), and for multiple evaluation methods to be used at all stages of website development.(5)

No evidence documents for this sub-strategy focused explicitly on costs, adaptations or interest holders’ views and
experiences.

Sub-strategy 2: Creating tools (sometimes called decision aids) like websites, videos and brochures that explain what
evidence is available about different options alongside the pros and cons of each option

For the second sub-strategy, we identified a total of 119 evidence documents, specifically 99 evidence syntheses, 17
single studies and three protocols. Most evidence documents focused on decision aids for patients and caregivers when
making decisions about care for a number of diseases and conditions, including cancer, cardiovascular disease,
dementia and diabetes. Decision aids can contain information about a problem, options, outcome probabilities and
values clarification, all of which can help individuals make informed choices.(6) We have summarized the evidence
below by benefits, challenges or potential harms, costs and/or cost-effectiveness, interest holders’ experiences, and
recommendations for using decision aids based on the high-level findings of the evidence.

Benefits of using decision aids




Many of the evidence documents we identified about decision aids emphasized that they were very effective at
increasing knowledge and confidence among patients and caregivers as well as reducing decisional conflict when
patients were making decisions about their care.(6-18) Similar positive effects were identified for vaccination decision
aids that were found to slightly increase vaccination uptake.(19; 20) When adjunct to counselling, decision aids
significantly enhanced decision quality and aligned treatment choices with patient values.(21) Evidence shows that
patient decision aids work best when they combine research evidence (e.g., evidence syntheses), patient experiences
and expert insights, along with clear explanations of how the evidence was gathered to ensure transparency and
usefulness.(22)

Several of the evidence documents assessed decision aids using the International Patient Decision Aid Standards
(IPDAS) criteria that provides a framework to assess the quality and effectiveness of patient decision aids.(23) The
IPDAS criteria have been used to assess decision aids for prostate and breast cancer patients, pre-natal screening and
older adults in need of end-of-life care.(17; 24-29) Decision aids were found to improve patient-clinician communication
and healthcare outcomes for different patient populations across different illness trajectories and healthcare settings.(30-
32) Motivation and engagement of individuals actively seeking healthcare strategies were identified as key factors for
developing and utilizing effective decision aids in clinical settings.(33)

Computer-based decision aids, including artificial intelligence (Al) decision aids, were the focus of a few evidence
documents that pointed to their value for both clinicians and patients in shared decision-making, communication and
compliance at different stages of the patient journey.(34-37) Digital decision aids have been found to significantly
increase participation in cancer screening,(38) prenatal screening,(26; 39) and contraceptive decision-making,(40) and
the integration of interactive features (e.g., patient narratives, content control) into these digital decision aids can
potentially improve the quality of preference-sensitive decision-making.(26; 38-41) There was also evidence that video-
based decision aids are beneficial for informed treatment choice and advanced care planning, and paper-based decision
aids showed benefits for treatment engagement.(42; 43) It is crucial to identify the optimal timing for the implementation
of digital decision aids within the care process and to integrate them into electronic medical records and data-
management systems. Factors involved in determining the best timing for introducing decision aids are the condition of
the patient, integration of decision aids into medical records systems, and determining the appropriate treatment
options.(44) Consideration should also be given to patients living in remote areas who may have limited access to the
internet or those who have low health literacy or little to no experience with using health information technology. (35; 45)

Challenges and potential harms of using decision aids

The evidence highlighted a few challenges of using decision aids. Firstly, a few evidence documents found that many
decision aids do not allow for tailoring of information to reflect the complexity of patients’ needs and accommodate the
preferences of patients and their caregivers.(8; 46; 47) This includes decision aids for patients needing end-of-life care,
gender-affirming care and maternal care, and for minority patients.(48-51) Additionally, evidence shows that decision
aids are not always developed with the involvement of patients (especially those with low health literacy) or
interprofessional teams, which can lead to missed opportunities to collaborate to ensure effective design.(28; 52; 53)
Evidence also indicates that technical difficulties due to insufficient resources in remote areas and requiring information
technology experience may affect accessibility of some digital decision-support systems and their design and
maintenance.(35)

There is also a lack of high-quality directly comparative evidence on decision aids for disadvantaged populations and on
diverse treatment alternatives in hospital settings, and the quality of decision aids can vary substantially across different
types of diseases and conditions.(54-57) It was highlighted by the evidence that the effects of decision aids on decision-
making satisfaction has been inconsistent at times, and that their use may not be as effective at sustaining long-term
behaviour change, such as for long-term smoking cessation.(58; 59) Finally, there was evidence to indicate that, while
decision aids have been shown to increase patient knowledge and reduce decisional conflict, heterogeneity has been



identified within relevant studies, which may prevent a comprehensive understanding of how their impact is
measured.(60-63)

Costs associated with using decision aids

In terms of costs, we identified one evidence synthesis that explored whether patient decision aids generated savings in
healthcare and found that there is no clear evidence of cost savings in healthcare, pointing to the need for better
definitions and stronger comparisons with usual care to assess their economic impact accurately.(64)

Interest holders’ views and experiences with using decision aids

A few of the single studies we identified focused on understanding patients’ experiences with using decision aids for
different types of healthcare concerns (e.g., cancer, Achilles tendon rupture). This evidence revealed that patients using
decision aids valued plain language, simple visuals, and balanced information on treatment experience, quality of life
and side effects.(52; 65-67) A noteworthy conclusion from some of these studies was that healthcare professionals often
had differing views than patients on the importance of clinical outcomes versus factors of disease and treatment that
impact quality of life, highlighting the importance of having both perspectives when developing decision aids.

Recommendations to improve use of decision aids

We identified a few recommendations from the evidence for the development and implementation of decision aids.
According to the evidence, the timing and frequency of decision aids for patients, especially those receiving treatment
for long periods of time (e.g. for chronic conditions), should be taken into consideration during the shared decision-
making process.(68) Decision aids should also be tested in real-life settings and should include contributions from
people with lived experiences and healthcare professionals to ensure their relevance.(69) Several evidence documents
advocated for the co-design of decision aids with healthcare, administrative staff, patients and family members, and
people with lived experience to improve effectiveness and meet certain criteria such as the IPDAS, which emphasizes a
systematic development process.(16; 28; 36) This co-design process can reveal patient priorities and crucial differences
between what patients and clinicians think should be included.(52) Additionally, the option of ‘no active intervention’ (in
the event that the patient does not want to take action) may often be underutilized, but this option is important for
facilitating discussions between patients and care providers should they choose no intervention.(70) Lastly, evidence
suggests that future research should explore different communication tools for decision aids (e.g. plain language, simple
images) which have been reported to improve understanding and shared decision-making for patients, regardless of
socio-economic status or level of literacy.(25; 65)

Generally, the evidence framed decision aids as tools to facilitate shared decision-making; however, their role as a tool
to present research evidence was not described.
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