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Trustworthy guidelines — excellent;
customized care tools — even better

Glyn Elwyn"", Casey Quinlan?, Albert Mulley', Thomas Agoritsas®, Per Olav Vandvik* and Gordon Guyatt®

Abstract

Background: The ability to do online searches for health information has led to concerns that patients find the
results confusing and that they often lead to expectations for treatments that have little supportive evidence. At
the same time, the science of summarizing research evidence has advanced to the point where it is increasingly
possible to quantify treatment tradeoffs and to describe the balance between harms and benefits for individual

patients.

of individuals.

Discussion: Trustworthy clinical practice guidelines provide evidence-based recommendations to health care
practitioners based on assessments of study-level averages. In an effort to customize the use of evidence and
ensure that choices are consistent with their personal preferences, tools for patients have been developed.
Gradually, there is recognition that the audience for high quality evidence is much wider than merely health care
professionals — and that there is a case to be made for creating tools that translate existing evidence into tools to
help patients and clinicians work together to decide next steps.

Summary: We observe two processes occurring: first, is the recognition that decision making in healthcare requires
collaboration and deliberation, and second, to achieve this, we need tools designed to customize care at the level

Keywords: Clinical practice guidelines, Evidence based medicine, Patient engagement, Shared decision making

Background

Forbidding Dr. Google

In November 2014, the Flemish government paid the
Belgian Center of Evidence-Based Medicine to create a
video telling patients to avoid Google before going to see
their own doctor [1]. The reaction in social media was
predictable. It is too late to turn the tide. Patients visit
Google in increasing numbers: a phenomenon that is
not going to be influenced by one media campaign. Yet,
the underlying concern is valid enough. It is very diffi-
cult, if not impossible, to interpret the results of such
searches — where are the data we can trust, who gener-
ated the information, and where do the conflicts of
interest lie? Which of the thousands of URLSs listed have
any degree of transparency about who generated the in-
formation, how did they do so, and what do they stand
to gain in some way by its use? To what extent can
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patients rely on the experience of other patients or be
directed to good summaries of scientific evidence?
Should Google algorithms prioritize recognized sources
of high quality evidence summaries?

It was 40 years ago when Archie Cochrane wrote: “It
is surely a great criticism of our profession that we have
not organized a critical summary, by specialty or subspe-
cialty, adapted periodically, of all relevant randomized
control trials [2].” This observation led Iain Chalmers to
propose the Cochrane Collaboration, which has since
pioneered methods to produce high quality systematic
reviews. These systematic reviews have become the
cornerstones of evidence-based medicine and have
been increasingly used to develop clinical practice
guidelines [3]. Until recently, however, the majority of
guidelines were not rigorously developed. They were —
among many other limitations — compromised by the
conflicted interests of their panelists [4, 5]. Fortu-
nately, developments that include clear standards for
guidelines and innovative strategies to deal with conflict
of interest and appropriately engage patients in the
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process are resulting in evidence that is increasingly
trustworthy [6, 7] — there is now more confidence that
the synthesis represents the most rigorous approach to
interpreting existing science.

However, guidelines have limitations, especially when
we consider the necessity to customize treatments and
decisions. It is not only difficult to find guidelines, it is
also difficult to know which ones are of high quality.
Guidelines can only make recommendations for typical
patients, and cannot ensure that individual values and
preferences are accounted for in the ultimate manage-
ment decisions.

Going beyond clinical practice guidelines

Despite the enormous investment in guideline produc-
tion, only a limited number have been successfully tai-
lored so that they are optimally useful to clinicians and
very few, if any, have been tailored for optimal useful-
ness to patients. Clinicians have the task of tailoring evi-
dence to individuals — to people at different ages and
with different sets of problems, concerns, preferences,
and priorities. Many existing clinical practice guidelines
do not support this task despite recent efforts to include
patients as stakeholders in guideline development [8, 9],
and no conventional guideline can fully support this
task.

There have been efforts to make clinical guidelines
more accessible to a wider audience, typically by making
them shorter and easier to read. Others want to create
more recognizable knowledge sources for patients
(Table 1). For example, the Wiki Project Med, working
with the Cochrane Collaboration and Wikipedia, has
been recently launched with the aim of giving “free
access to the sum of all medical knowledge” [10]. How-
ever, the production of evidence summaries for patients
is at a very early stage and the public is barely aware
such resources exist [11]. Nevertheless, creating wider
access will not address the core problem.
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Guidelines that summarize scientific evidence and pro-
vide recommendations that apply at a general level are
necessary but far from sufficient. Nevertheless, however
much we work to make guidelines readable and access-
ible to a wider audience, they will be limited in their
application to the situations — likely a majority — that
are sensitive to patients’ differing circumstances, prefer-
ences, and priorities. Additional tools are necessary to
ensure that guidelines are optimally applicable — tools
that are just as rigorous when it comes to evidence but
that also help individualize decisions to the patient at
hand. Such tools would compare treatments and make
explicit the tradeoffs between the benefits and harms.
Such tools exist, and have been termed patient decision
support.

Different types of tools

Less well known than guidelines, patient decision sup-
port tools or aids have been developed over the last
few decades. Their goal is to support patients to com-
pare alternative treatment options. Some tools are de-
signed for use by patients before clinical encounters
and other much shorter versions are designed for use
by patients and clinicians together [12, 13]. A sys-
tematic review has shown that these tools have a
positive impact on patient knowledge and risk per-
ception, and often result in significant shifts in
choice of treatment [14]. Despite their benefits, these
interventions have not been widely implemented into
clinical practice [15].

Many of these tools also include information about the
experiences of patients, and describe what it is like to
have the illness and to experience the treatment, includ-
ing side effects. Patients and their families find this kind
of information highly valuable, and as important as un-
derstanding the probabilities of likely outcomes. An ex-
cellent example of this kind of information is the
Healthtalk Online website [16—18]. Patient decision tools

Table 1 Evidence designed for the public: examples of existing efforts

Organizations

Activity

Guidelines International Network (GIN)

Choosing Wisely collaboration with Consumer Reports, USA

Consumers United for Evidence-Based Healthcare (CUE)

The Developing and Evaluating Communication Strategies to Support

Informed Decisions and Practice Based on Evidence Collaboration (DECIDE)

Funded by the European Commission 7th Framework

The National Institute for Health and Care Excellence (NICE) UK

Scottish Intercollegiate Guidelines Network (SIGN)

GIN provides advice on how to develop public versions of guidelines,
giving details and guidance about the process [27]

Produces evidence-based material that is in part public-facing [28]

Some specialty groups in the USA collaborate with CUE to produce
public-facing versions of guidelines, and involve patients in the
development process

DECIDE has a work stream on dissemination strategies for clinical
guidelines that are public-facing [29]

NICE, as well as involving patients as stakeholders, produces plain
English versions of patient guidelines [30]

SIGN produces public-facing versions of clinical guidelines on their
website [31]
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have been widely advocated for facilitating shared deci-
sion making, in which clinicians strive to ensure their
patients are aware of the best evidence available, before
eliciting their preferences. These tools help take
evidence-based medicine to its logical endpoint, to indi-
vidual end-users, where decisions are customized not
only to the characteristics of the individual being treated
but also aligned with their priorities.

Discussion

Towards customized care tools

Whilst we can confidently make the argument for the
adoption of evidence-based tools to help produce cus-
tomized care for individuals, there are many steps re-
quired before this vision becomes a reality. Evidence
synthesis will become more efficient, automated, and
will increase the speed at which tools can be populated
with risk data that can be used at the level of individuals.
There is considerable research published on how to pro-
duce these types of tools and about how to communi-
cate risk that it is understood well by both clinicians and
patients. There are also sources that provide patients
and their families with information about illness and
treatment experience. Bringing these elements together
will be a challenge, and there will be a need to have ver-
sions that can be viewed or used independently as well
as versions that are brief enough for use in clinical
encounters.

How to make these widely accessible is going to be
another significant hurdle. Clinical practice guidelines
have been made available to clinicians by a range of
different arrangements. Patient-facing decision support
tools are not available in the same way, they are avail-
able commercially by a small number of producers, or
are part of research evaluations. Patients and their
families cannot easily find them using Internet search
engines.

Here, then, are some steps that would help us achieve
a future where evidence-based customized care tools
might become more available.

Efficient evidence processing

The work required to locate the highest quality evidence
before producing the best estimates of treatment effects,
burden [19], benefits, and harms takes time and expert-
ise. The methods have, after 40 years of work, been well
developed. The next steps being considered are how to
best automate the process in order to generate faster
data to populate different types of tools.

Sharing experiences

Patients are, of course, interested in more than
evidence-based estimates of risk. They want to know
exactly what they will face as they develop an illness,
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and what do other patients say about their experiences
of illness. What are their main concerns, questions,
and priorities [20, 21]? Researchers working with
Healthtalk Online in the UK have summarized the
illness experience of many patients with many condi-
tions [16—18]. More work is required on how best to
integrate this information into tools that can help
customize care.

Tool production

As mentioned, different types of tools will be necessary
to facilitate shared decision making. What ‘matters most
to patients’ should guide the presentation of evidence,
specifically in terms of organizing the content and con-
veying the probabilities of treatment effects, harms, and
burden in ways that communicate risk most effectively.
Short tools such as Issue Cards [12], Option Grids [13],
and SHARE-IT tools [22] have been designed to facili-
tate collaboration and deliberation in clinical encounters
[23]. They do this by being brief and available for both
patient and clinician to use together, either on paper or
tablets. Research efforts are now addressing usability of
tools for the clinical encounter [7, 22, 24]. We argue for
a future state where patients and clinicians rely on
the same evidence base — and on tools that are used
collaboratively — to get to consensus on treatment, where
that is possible. We are working, in collaboration with
many others, to systematize evidence synthesis to facili-
tate the production of trustworthy tools, for multiple
purposes, that can be widely shared (Fig. 1).

Summary
Next steps
The three areas described above — evidence synthesis, pa-
tient experience, and patient-facing tool production — have

Synthesis

Evidence Processing

Benefit, Harm, Burden

) Estimate effects & certainty
Primary

Systematic
Studies ‘

Reviews

Preferences
Patient-derived

Primary Studies
Patients’ experience
Patient-derived FAQs

Iterative Design with Users

Encounter
Summaries of Tools
Issues Cards,
Option Grids,
Share-it

Tool Production

Selected Examples

Practice
Guidelines

Fig. 1 From evidence synthesis to customized care tool production
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stemmed from independent areas of work. There are,
however, signs of increasing overlap between the
groups. A joint conference focusing on shared decision
making and evidence-based healthcare will be held in
Australia in 2015 [25]. Many from the Society for
Participatory Medicine, one of many patient-led orga-
nizations, have attended relevant conferences and are
advocates for these evidence-based patient-facing
tools, and Casey Quinlan, a prominent member, is a
co-author on this article.

Progress will depend on advances in all these areas
if we are to ensure that trustworthy evidence can be
used collaboratively in clinical encounters [23], with
clinicians willing and able to achieve shared decision
making with patients (Box 1). Such tools would in-
clude patients in the development process, and
would move away from the view that medicine has
to be determined solely by ‘what is medically best’
and allow patients’ priorities, concerns, and prefer-
ences to be considered as well [26]. It is time to
move beyond the limitations of current clinical prac-
tice guidelines and focus our energy on tools that
will help facilitate customized care at the level of in-
dividuals and their families.

Box 1 Steps towards customized care tools

e Create trustworthy evidence — in addition to applying new
standards and systems for evidence synthesis, further work
should focus on optimal presentation and dissemination
strategies, and a commitment to create public-facing versions
with optimal patient engagement strategies

e Create generic customized care tools — if patients can
understand them, so will clinicians, and there is more
chance that better conversations will be generated. Busy
clinicians value short tools, but will be willing to read longer
versions if they need to know more about the underlying
evidence

e Make the tools easy to find — use search engine optimization
methods to ensure the tools are highly ranked in results

e Create trusted sources — people are becoming more
skeptical, we need to create trusted sources of evidence
and be transparent about limitations in the quality of
the evidence

e Bring tools to the clinical encounter — innovative
presentation formats, based on trustworthy guidelines,
designed for use in clinical encounters could support

collaboration and deliberation [23]

Page 4 of 5

Competing interests
GE leads the Option Grid® Collaborative, which uses a Creative Commons
License. Other authors declare that they have no competing interests.

Authors’ contributions

The article was conceived and led by GE and CQ. All the other authors
contributed to the work, edited the manuscript, and approved the final
version.

Acknowledgements

This article has benefitted from many years of dialogue with colleagues far
and wide. Specifically, we would like to thank the following for their help:
Trisha Greenhalgh, Arianna Blaine, lain Chalmers, Marie Anne Durand,
Richard Lehman, Aileen Lem, Maral Yessayan, and Jonathon Skinner.

Author details

"The Dartmouth Institute for Health Policy and Clinical Practice, 37 Dewey
Field Road, Hanover, NH 03755, USA. “The Mighty Mouth, Mighty Casey
Media, 9101 Patterson Avenue Suite 57, Richmond, VA 23229, USA.
*Department of Clinical Epidemiology and Biostatistics, McMaster University,
Faculty of Health Sciences, Hamilton, Ontario, Canada. 4Department of
Health Management and Health Economics, Institute of Health and Society,
University of Oslo, Norway, Oslo, Norway.

Received: 25 March 2015 Accepted: 24 July 2015
Published online: 01 September 2015

References

1. Don't Google it. http://vimeo.com/110476768. Accessed August 4, 2015.

2. Cochrane A. Effectiveness and efficiency: Random reflections on health
services. London: Nuffield Provincial Hospitals Trust; 1971.

3. Weisz G, Cambrosio A, Keating P, Knaapen L, Schlich T, Tournay VJ. The
emergence of clinical practice guidelines. Milbank Q. 2007,85:691-727.

4. Moynihan RN, Cooke GPE, Doust JA, Bero L, Hill S, Glasziou PP. Expanding
disease definitions in guidelines and expert panel ties to industry: a cross-
sectional study of common conditions in the United States. PLoS Med.
2013;10, e1001500.

5. Guyatt G, Akl EA, Hirsh J, Kearon C, Crowther M, Gutterman D, et al. The
vexing problem of guidelines and conflict of interest: a potential solution.
Ann Intern Med. 2010;152:738-41.

6. Laine C, Taichman DB, Mulrow C. Belgian Center of Evidence-Based
Medicine: trustworthy clinical guidelines. Ann Intern Med. 2011;154:774-5.

7. Vandvik PO, Brandt L, Alonso-Coello P, Treweek S, Akl EA, Kristiansen A, et al.
Creating clinical practice guidelines we can trust, use, and share: a new era
is imminent. Chest. 2013;144:381-9.

8. Barnett E, Davies C, Wetherell M. Citizens at the centre: deliberative
participation in healthcare decisions. Bristol: Policy Press; 2006.

9. Nilsen ES, Myrhaug HT, Johansen M, Oliver S, Oxman AD. Methods of
consumer involvement in developing healthcare policy and research,
clinical practice guidelines and patient information material. Cochrane
Database Syst Rev. 2006;19, CD004563.

10. WikiProject Medicine. http//enwikipedia.org/wiki/Wikipedia:WikiProject_Medicine.
Accessed August 4, 2015.

11. Loudon K, Santesso N, Callaghan M, Thornton J, Harbour J, Graham K, et al.
Patient and public attitudes to and awareness of clinical practice guidelines:
a systematic review with thematic and narrative syntheses. BMC Health Serv
Res. 2014;14:321.

12. Montori VM. Creating a conversation: insights from the development of a
decision aid. PLoS Med. 2007:4, e233.

13. Elwyn G, Lloyd A, Joseph-Williams N, Cording E, Thomson R, Durand M-A,
et al. Option Grids: shared decision making made easier. Patient Educ
Couns. 2013;90:207-12.

14. Stacey D, Légaré F, Col NF, Bennett CL, Barry MJ, Eden KB, et al. Decision
aids for people facing health treatment or screening decisions. Cochrane
Database Syst Rev. 2014;1, CD001431.

15. Elwyn G, Scholl |, Tietbohl C, Mann M, Edwards A, Clay C, et al. “Many miles
to go ..." A systematic review of the implementation of patient decision
support interventions into routine clinical practice. BMC Med Inf Decis.
2013;13:514.


http://vimeo.com/110476768
http://en.wikipedia.org/wiki/Wikipedia:WikiProject_Medicine

Elwyn et al. BMC Medicine

20.

21.

22.

23.

24.

25.

26.

27.

28.
29.

30.

31.

Herxheimer A, McPherson A, Miller R, Shepperd S, Yaphe J, Ziebland S.
Database of patients’ experiences (DIPEX): a multi-media approach to
sharing experiences and information. Lancet. 2000;355:1540-3.

Ziebland S. Why listening to health care users really matters. J Heal Serv Res
Policy. 2012;17:68-9.

Entwistle VA, France EF, Wyke S, Jepson R, Hunt K, Ziebland S, et al. How
information about other people’s personal experiences can help with
healthcare decision-making: a qualitative study. Patient Educ Couns.
2011;85:291-8.

May CR, Eton DT, Boehmer K, Gallacher K, Hunt K, MacDonald S, et al.
Rethinking the patient: using Burden of Treatment Theory to understand
the changing dynamics of illness. BMC Health Serv Res. 2014;14:281.
Partridge N, Scadding J. The James Lind Alliance: patients and clinicians
should jointly identify their priorities for clinical trials. Lancet. 2004;364:1923-4.
Chalmers |, Atkinson P, Fenton M, Firkins L, Crowe S, Cowan K. Tackling
treatment uncertainties together: the evolution of the James Lind Initiative,
2003-2013. J R Soc Med. 2013;106:482-91.

Agoritsas T, Heen AF, Brandt L, Alonso-Coello P, Kristiansen A, Akl EEA, et al.
Decision aids that really promote shared decision making: the pace
quickens. BMJ. 2015;350:97624.

Elwyn G, Lloyd A, May C, van der Weijden T, Stiggelbout A, Edwards AGK,
et al. Collaborative deliberation: a model for patient care. Patient Educ
Couns. 2014;97:158-84. doi:10.1016/j.pec.2014.07.027.

Treweek S, Oxman AD, Alderson P, Bossuyt PM, Brandt L, Brozek J, et al.
Developing and Evaluating Communication Strategies to Support Informed
Decisions and Practice Based on Evidence (DECIDE): protocol and
preliminary results. Implement Sci. 2013;8:6.

International Society for Evidence Based Health Care (ISEHC) and the
International Shared Decision-Making (ISDM) 2015. Bringing evidence-based
practice and shared decision-making together. http://www.isdm-
isehc2015.0rg/. Accessed August 4, 2015.

Mulley AG, Trimble C, Elwyn G. Stop the silent misdiagnosis: patients’
preferences matter. BMJ. 2012;345:€6572-2.

How to develop patient versions of guidelines. http//www.g-i-n.net/
document-store/working-groups-documents/g-i-n-public/toolkit/toolkit-
chapter-4.pdf. Accessed August 4, 2015.

Choosing Wisely. http://www.choosingwisely.org/. Accessed August 4, 2015.
Developing and Evaluating Communication Strategies to Support
Informed Decisions and Practice Based on Evidence (DECIDE 2011-2015).
http://www.decide-collaboration.eu/WP3. Accessed August 4, 2015.

Putting Patients and the Public at the Heart of NICE. http://www.nice.org.uk/
about/nice-Communities/public-Involvement. Accessed August 4, 2015.
Scottish Intercollegiate Guidelines Network. http://www.sign.ac.uk/patients/
publications.html. Accessed August 4, 2015.

Page 5 of 5

~
Submit your next manuscript to BioMed Central
and take full advantage of:
¢ Convenient online submission
¢ Thorough peer review
* No space constraints or color figure charges
¢ Immediate publication on acceptance
¢ Inclusion in PubMed, CAS, Scopus and Google Scholar
* Research which is freely available for redistribution
Submit your manuscript at ( =
www.biomedcentral.com/submit BiolVed Central
J



http://dx.doi.org/10.1016/j.pec.2014.07.027
http://www.isdm-isehc2015.org/
http://www.isdm-isehc2015.org/
http://www.g-i-n.net/document-store/working-groups-documents/g-i-n-public/toolkit/toolkit-chapter-4.pdf
http://www.g-i-n.net/document-store/working-groups-documents/g-i-n-public/toolkit/toolkit-chapter-4.pdf
http://www.g-i-n.net/document-store/working-groups-documents/g-i-n-public/toolkit/toolkit-chapter-4.pdf
http://www.choosingwisely.org/
http://www.decide-collaboration.eu/WP3
http://www.nice.org.uk/about/nice-Communities/public-Involvement
http://www.nice.org.uk/about/nice-Communities/public-Involvement
http://www.sign.ac.uk/patients/publications.html
http://www.sign.ac.uk/patients/publications.html

	Abstract
	Background
	Discussion
	Summary

	Background
	Forbidding Dr. Google
	Going beyond clinical practice guidelines
	Different types of tools

	Discussion
	Towards customized care tools
	Efficient evidence processing
	Sharing experiences
	Tool production


	Summary
	Next steps

	Competing interests
	Authors’ contributions
	Acknowledgements
	Author details
	References



