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Abstract
Background
Public or patient versions of guidelines (PVGs) are derivative documents that “translate” recommendations and their rationale from clinical guidelines for health professionals into a more easily understandable and usable format for patients and the public. PVGs from different groups and organizations vary considerably in terms of quality of their reporting. In order to address this issue, we aimed to develop a reporting checklist for developers of PVGs and other potential users.

Methods
First, we collected a list of potential items through reviewing a sample of PVGs, existing guidance for developing and reporting PVGs or other similar evidence-based patient tools, as well as qualitative studies on original studies of patients’ needs about the content and/or reporting of information in PVGs or similar evidence-based patient tools. Second, we conducted a two-round Delphi consultation to determine the level of consensus on the items to be included in the final reporting checklist. Third, we invited two external reviewers to provide comments on the checklist.

Results
We generated the initial list of 45 reporting items based on a review of a sample of 30 PVGs, four PVG guidance documents, and 46 relevant studies. After the two-round Delphi consultation, we formed a checklist of 17 items grouped under 12 topics for reporting PVGs.

Conclusion
The RIGHT-PVG reporting checklist provides an international consensus on the important criteria for reporting PVGs.

Supplementary Information
The online version contains supplementary material available at https://​doi.​org/​10.​1186/​s13012-020-01066-z.
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Abbreviations
	RIGHT
	The Reporting Tool for Practice Guidelines in Health Care

	PVGs
	Public or patient versions of guidelines

	GRADE
	Grading of Recommendations Assessment, Development and Evaluation
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	American College of Physicians
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	The National Institute for Health and Care Excellence

	SIGN
	The Scottish Intercollegiate Guidelines Network

	AAN
	The American Academy of Neurology

	NCCN
	The National Comprehensive Cancer Network




Contributions to the literature

	Our research is the first literature and consensus-based reporting checklist for public or patient versions of guidelines.

	The RIGHT for PVG reporting checklist can help to improve the transparency, consistency, and usability of their guidelines, which may ultimately lead to better uptake of clinical guidelines, improved shared decision-making between patients and clinicians, and improved patient health outcomes.




Introduction
The availability of trustworthy health-related information for patients can promote informed and shared decision-making and improve health outcomes [1]. Clinical guidelines represent a reliable source of information for health professionals. However, guidelines usually use very technical language, making it challenging for patients and the public to understand and use, and therefore, researchers have suggested that patient-friendly guidelines products should be developed [2]. Patient versions of guidelines (PVGs) are “documents that ‘translate’ guideline recommendations and their rationales originally produced for health professionals into a form that is more easily understood and used by patients and the public” [3]. PVGs should provide reliable, concise, and easy to understand information for patients. In addition, PVG may be helpful to make people more reassured and confident about their care [3].
International guideline organizations, such as the American College of Physicians (ACP), the National Institute for Health and Care Excellence (NICE), the Scottish Intercollegiate Guidelines Network (SIGN), the American Academy of Neurology (AAN), the National Comprehensive Cancer Network (NCCN), and the US Preventive Services Task Force, are aware of the importance of PVGs and have developed their own PVGs [4–8]. However, the content reported in PVGs from different organizations varies significantly [9]. Moreover, we could not identify any systematically developed checklists for PVG reporting.
Reporting checklists can promote transparent and rigorous reporting of guidelines [10]. The Reporting Tool for Practice Guidelines in Health Care (RIGHT) is a checklist for clinical guidelines [11]. As PVGs differ from guidelines with respect to the target audience, aims, scope, wording, and reporting style, they require a dedicated checklist [3, 9]. Formal, carefully constructed reporting checklists can improve the quality of reporting of PVGs and promote their use in enhancing communication between patients and healthcare practitioners.
Methods and analysis
Objective
The aim of our study was to identify essential reporting items for PVGs to promote transparency, and to optimize their use and ultimately their impact on outcomes that matter to patients.
Development process
The detailed methods used to develop the RIGHT for PVG have been reported previously [12]. For the overall development process, the following stages were applied.
Collecting initial items
We generated the initial list of items through systematically reviewing (1) a sample of PVGs, (2) existing guidance for conducting and reporting PVGs or similar evidence-based patient tools, and (3) original studies of patients’ needs about the content and/or reporting information of PVG or similar evidence-based patient tools, which could contribute to the checklist from the perspective of patients and the public. The detailed inclusion criteria for articles of interest can be found in the published protocol [12].
We took a sample of one to two PVGs from each organization that has developed PVGs [12]. We included PVGs that were (1) defined as patient or public versions by the developers and (2) freely available to the public. This led to a sample of 30 PVGs for reviewing (see Additional file 1: Appendix 1).
To identify existing guidance for conducting and reporting PVGs, we searched the guidance documents for PVGs on the official websites of organizations that had published PVGs. When such a document was not available, we attempted to contact the person(s) named on the website.
To identify studies on patients’ needs and studies relevant to the reporting and conducting of PVGs, we searched PubMed without language restrictions. We developed the search strategies with the assistance of an information scientist (Junqiao Chen, University of Oxford) (see Additional file 1: Appendix 2). Two researchers (XW and QZ) independently screened the titles and abstracts for all potentially eligible studies, and then reviewed the full text against the eligibility criteria. Given that diverse names were used to describe PVGs, we also searched the reference lists and citations and used the “Similar Articles” function in PubMed as a form of snowball search [4]. We also contacted experts in relevant fields and used the Google search engine to supplement the search.
Delphi consultation
Seventeen experts with technical expertise in guideline development, PVGs, GRADE (Grading of Recommendations Assessment, Development and Evaluation), plain language editing, and reporting guidelines, epidemiology as well as physicians and three representatives of the public with previous experience in guideline-related work agreed to participate in the Delphi consultation (Additional file 1: Appendix 3). Our experts were from the USA, China, Croatia, Japan, Korea, Lebanon, Norway, Singapore, and Switzerland.
To achieve consensus on which items to include, two rounds of a modified Delphi consultation were conducted [13, 14]. The panelists used a 7-point Likert scale to express their agreement with including each item. During the Delphi consultation, an item was included when 75% or more of participants chose 6 or 7 on the Likert scale. When less than 75% of the Delphi participants selected a score of 6 or 7, we admitted items into the next round if 80% or more of panelists chose scores from 4 to 7 and excluded the item if this level of agreement was not achieved. In addition, we excluded items when 75% or more of participants rated the item 1 to 3. The panelists were asked to suggest any additional items they thought potentially relevant in the first round. The second round of the survey included items with no consensus and any new items proposed by at least one respondent in the first round. During both rounds, we modified some items considering comments from the panelists and provided the panelists with a summary of results after each round.
One researcher (YY) analyzed the results of the Delphi consultation without having access to the name of the Delphi panelist. We had several discussions about how to present the checklist, after which all the panelists were invited to review the checklist for further comments.
External review
We invited two external reviewers (JC and HSA) with relevant expertise in clinical guideline methods and knowledge translation of guidelines to review the checklist. Their comments are reflected in the final checklist.
Results
Generation of the RIGHT for PVG checklist
We generated the initial topics and relevant items from a sample of 30 PVGs. Then, we identified four PVG guidance documents and summaries from organizations developing PVGs (Additional file 1: Appendix 4) and used them to refine the topics. A total of 34 overarching topics were thus generated.
Out of 3680 records captured in PubMed, 211 articles met the eligibility criteria after title and abstract screening. After reading the full texts, we included 19 articles. The review of the reference lists of these articles revealed an additional 45 studies. Eighteen studies were excluded because no items could be summarized from them; thus, 46 studies were included from which 45 initial items were generated under the 34 topics (Additional file 1: Appendix 5).
We circulated a checklist of the 45 initial items to the panelists in the first round of the Delphi consultation. Of these, 39 items were about the content that needed to be reported in PVGs, and six focused on other aspects, including publication medium, modality, and presentation style of a PVG. In the first round of the Delphi consultation, 16 panelists responded and 14 items about the content of PVGs were included. As the desire was to focus on the content of PVGs, we excluded items related to publication medium (e.g., paper or web page), modality (e.g., text or figures), and style (e.g., presentation of text or numbers). We excluded some items related to format; however, the Delphi panel prioritized one item related to format (i.e., highlighting the recommendations), which was deemed to have a substantial impact on the use of the guideline. Different organizations often have a unique style for their products and PVGs also need to consider the special characteristics of their target patients or public groups when choosing an optimal style, so the format and style can be expected to vary. In the second round, 17 panelists responded and four items were included. Thus, a total of 18 items were included after Delphi consultation.
Based on the results of the Delphi consultation and further discussions, we finalized the checklist. Two items on the same topic were combined into one. All panelists who participated in the Delphi consultation reviewed and approved the final checklist of 17 items. The overall generation process of item selection is shown in Fig. 1.
[image: ../images/13012_2020_1066_Fig1_HTML.png]
Fig. 1Flowchart of the item generation


We added one or two examples for each item and sent them for review and confirmation by the panelists in the Delphi group. Meanwhile, the two invited external reviewers commented on our draft including the checklist, resulting in further refinements. The final checklist together with examples is shown in Table 1. Items where consensus could not be reached are listed in Additional file 1: Appendix 6.
Table 1RIGHT for PVG checklist


	Section/topic
	RIGHT for PVG checklist

	Basic information

	 1. Title/cover/copyright
	1.1 Identify the document as a guideline version for patients and the public.
Example
Health services for people with sarcoma: Understanding NICE guidance—information for the public [15]
Parent Information Queensland Clinical Guidelines: Breastfeeding your baby [16]

	  1.2 Specify the topic (e.g., condition, technique, or medication) addressed in the PVG.
Example
Health services for people with sarcoma: Understanding NICE guidance—information for the public [15]

	  1.3 Specify the publication year and the version (if applicable) (e.g., first version, second version) of the PVG in the title, cover page, or copyright statement.
Examples
Kidney Cancer-NCCN Guidelines for Patients® Version 1.2015 [17]

	 2. Contact information
	2.1 Provide contact information of the developers of the PVG (e.g., affiliations, website, or address, phone number, or email address).
Example
You can read more about us by visiting www.​sign.​ac.​uk or you can phone 0131 623 4720 and ask for a copy of our booklet “SIGN guidelines: information for patients, carers and the public.” [18]

	 3. Summary
	3.1 Provide a summary of the PVG, including the main recommendations.
Example [19]
Key points
• Breast cancer is rare in pregnancy.
• Most women who become pregnant after treatment for breast cancer have healthy pregnancies and healthy babies.
• If you have breast cancer, you will be looked after by a specialist team who will discuss your treatment options with you.
• If you are diagnosed with breast cancer while you are pregnant, your treatment will usually begin straight away. Neither the medications used nor surgery will harm your baby. You may have further treatment after your baby is born.
• If you hope to have a baby in the future, your treatment plan can take your wishes into account.
• It is usually safe to breastfeed after breast cancer, although surgery and radiotherapy may make it difficult.
• If you have had treatment for breast cancer, you may be advised to wait for 2 years before becoming pregnant.

	Background

	 4. Introduction of the target topic
	4.1 Introduce the target condition, including (as relevant) the definition, risk factors, signs, subtypes, complications, staging (progress), and epidemiology.
Example [17]
Part 1 Kidney cancer basics. What are the kidneys? How does kidney cancer start? How does kidney cancer spread? Review

	  4.2 Introduce the management, preventive, diagnostic, and other options.
Examples
1) Why is breastfeeding important? [16]
2) What are behavioral and pharmacotherapy interventions? [20]

	 5. Purpose, scope, and target users
	5.1 Describe the scope, purpose, intended use, and users of the PVG.
Example [17]
How to use this book: Who should read this book?
This book is about treatment for renal cell carcinoma—the most common type of kidney cancer in adults. It does not discuss transitional cell carcinoma, Wilms tumor, or renal sarcoma. Patients and those who support them—caregivers, family, and friends—may find this book helpful. The information in this book may help you talk with your treatment team, understand what doctors say, and prepare for treatment
Does the whole book apply to me?
The recommendations in this book are based on science and the experience of NCCN experts. However, each patient is unique and these specific recommendations may not be right for you. Your doctors may suggest other tests or treatments based on your health and other factors. This book does not replace the knowledge and suggestions of your doctors.

	 6. Link to the source guideline
	6.1 Provide a reference or link to the source guideline of the PVG, where the methods of the source guideline (e.g., the evidence review and recommendation development process) can be found.
Examples
1) If you would like to see the clinical guideline, please visit www.​sign.​ac.​uk [18].
2) The medical information described in this document is based on the clinical practice guidelines of the European Society for Medical Oncology (ESMO) for the management of stomach cancer.
It has been written by a medical doctor and reviewed by two oncologists from ESMO including the lead author of the clinical practice guidelines for professionals. It has also been reviewed by patients’ representatives from ESMO’s Cancer Patient Working Group [21].

	Recommendations

	 7. Recommendations
	7.1 Include for each recommendation: (a) the target populations or conditions; (b) the recommended treatment or management option (e.g., prevention plan, diagnostic strategy, or rehabilitation); (c) potential benefits and harms, especially those that are patients important; and (d) the specific settings where the options are recommended to be implemented
Examples
1) What can I do to help myself? How often should I have my eyes checked? [18]
If eye tests have shown that you have increased eye pressure, you should have your eyes checked every 2 years to make sure there is no glaucoma (strong recommendation)
If you have a close relative (e.g., brother, sister, mother or father) who has glaucoma, you should have a review every 2 years. If you also have other risk factors (outlined on page 8), you should have your eyes checked for signs of glaucoma every year (recommendation).
Should I have a patient-held record?
There is not enough research evidence to tell us if a patient-held record (a patient’s personal copy of their glaucoma medical records) is of benefit to patients who have or are at risk of glaucoma. Some people may find having one helpful, but other people may not (not enough research evidence to tell us if something is of benefit).
2) Key recommendations: Prompt referral for expert diagnosis is crucial [15]

	 	7.2 Describe what options, if any, are available to deal with undesirable outcomes.
Example [21]
What happens after treatment?
It is not unusual to experience treatment-related symptoms once the treatment is over.
● It is not rare that anxiety, sleeping problems, or depression are experienced in the post-treatment phase. Patients who experience these symptoms may benefit from psychological support.
● Memory deficiencies and difficulties in concentrating are common side effects of chemotherapy* and are generally reversible within a few months.
● Fatigue can last for months after treatment. Most patients find their energy levels are back to normal within 6 months to a year.
After gastrectomy, the patient has to develop new eating habits. A nutritionist* can help patients adjust to this. Due to the removal of the upper part of the stomach, the body will absorb less vitamin B12 from food. Regular blood tests are advised, and often substitution with vitamin B12 injections is necessary. It is common to have diarrhea for some months after stomach surgery. Some patients also suffer from heartburn and abdominal pain.
Removal of the spleen may lead to a reduced immunity. Therefore, the patient will receive several vaccinations, before and after the removal of the spleen and antibiotics to take every day. It is also important to be aware that any infection carries a greater risk and should be a reason to see a doctor and sometimes start taking antibiotics.

	 	7.3 Describe the self-management options, if any are reported in the source guideline.
Example [18]
What can I do to help myself?
Have your eyes tested regularly
Glaucoma is often picked up by a routine eye test so you should have your eyes checked regularly. When you have an eye test, your optometrist will check your sight and will look for signs of eye disease such as glaucoma. You should have the routine tests described on page 13. The cost of an eye test is covered by the NHS so it is FREE when you have it.

	 8. The strength of the recommendations and certainty of the evidence
	8.1 Provide a clear and simple explanation of the meaning of terms related to the strength of recommendations and quality of the evidence (e.g., by using commonly understood symbols).
Examples [18, 20]
1) Use [image: ../images/13012_2020_1066_Figa_HTML.gif] to express strong recommendation, use [image: ../images/13012_2020_1066_Figb_HTML.gif] to represent recommendation, and use [image: ../images/13012_2020_1066_Figc_HTML.gif] to say not enough evidence (see page 3 in reference [18]).
2) Use Grade A, B, C, D, I statement to stand for recommended, recommended, recommendation depends on the patient’s situation, not recommended, and not enough evidence to make a recommendation (see page 4 in reference [20]).

	Other information

	 9. Questions to ask
	9.1 Suggest a list of questions for patients to ask their healthcare providers if relevant.
Example [17]
Questions to ask your doctors
Questions about testing
1) What tests will I have? How often will I be tested?
2) Where will the tests take place? Will I have to go to the hospital?
3) How long will it take? Will I be awake?
4) Will it hurt? Will I need anesthesia?
5) What are the risks? What are the chances of infection or bleeding afterward?
6) How do I prepare for testing? Should I not take aspirin? Should I not eat beforehand?

	 10. Terms and abbreviations
	10.1 Provide a list of terms and abbreviations used in the PVG.
Example [22]
Part 11: Dictionary
Ablation: Removal of diseased or unwanted tissue by surgery or other means.
Add-back therapy: Hormonal therapy to minimize side effects of medications that suppress estrogen (such as leuprolide acetate); add-back therapy usually decreases hot flashes and also helps prevent bone loss.

	 11. Funding
	11.1 Describe the funding source(s) of the PVG and of the source guideline and their roles or any influences, in the PVG or guideline development processes, respectively.
Example
Supported by NCCN Foundation [15]
The NCCN Foundation supports the mission of the National Comprehensive Cancer Network® (NCCN®) to improve the care of patients with cancer. One of its aims is to raise funds to create a library of books for patients. Learn more about the NCCN Foundation at NCCN.​org/​foundation.
Funding: The consensus meeting in Zürich was financially supported by EULAR. There are no other financial disclosures. The sponsors had no role in voting, or in developing the final document [23].

	 12. Conflicts of interest
	12.1 Report the conflicts of interests of contributors to the PVG and the source guideline in a format that the patients and the public can understand, and how they were managed.
Example
Competing interests: None [23].




Rationale for the items in the RIGHT for PVG checklist
Basic information
We included five items in the basic information section. First, three items focus on information in the title or on the cover page that helps to identify the document as a PVG (items 1.1 to 1.3). An informative title that clearly states the topic and identifies the document as a PVG using an appropriate term can help readers locate and access the PVG effectively [24, 25], while the publication year and the version of a PVG help users know if they are using the most recent and valid edition [26]. Second, it is common for PVG users to seek additional information, thus contact information is helpful (item 2.1). Third, we suggest including a summary of the recommendations and other key points prior to the main text of the PVG (item 3.1). Such a summary can help the readers find the key information and promote the application of PVGs.
Background
A PVG may target a specific condition or a category, for example, prevention, diagnosis, or treatment [4]. PVGs should introduce the condition, the natural history, and the potential outcomes of the condition, as appropriate (item 4.1). PVGs that focus mainly on specific interventions for a condition, like behavioral interventions, should describe these interventions and how they might work (item 4.2).
PVGs are derivative products of the source guidelines (the guideline being translated); however, the scope and intended use are different from the source guidelines [3, 27]. Unlike clinical guidelines, the target populations in PVGs are mainly lay people including patients, their families, and the public [28, 29]. Some recommendations in the source guideline may not be relevant to a PVG. For example, a recommendation about how to prepare a biopsy would not be helpful, because patients would never discuss this with the pathologist [3]. Strictly professional practices which do not have any patient shared decision-making dimension do not need to be included in a PVG. We propose that a PVG should clarify the scope, purpose, and intended use together with the introduction to the topic (item 5.1). In addition, a reference or link to the source guideline is recommended (item 6.1), so that a reader can access the development process for the recommendations. A statement “this is the patient version of the [source guideline’s name] guideline” should be used. Any supplementary work that has contributed to the PVG in addition to the source guideline should be described accordingly [23].
Recommendations
The recommendations should indicate the specific target population and important outcomes, including both benefits, harms, and costs (if possible). If the recommendation is based on a comparison of two or more options in the source guideline, recommendations in the PVG should also report the alternative options (item 7.1). If undesirable outcomes are expected from the management options, the PVGs should describe any expected undesirable outcomes with potential management options based on what is mentioned in the source guideline (item 7.2). There is a clear need for PVGs to focus on self-management, as evidenced by results from the DECIDE (Developing and Evaluating Communication strategies to support Informed Decision and practice based on Evidence) project’s focus groups and user-testing [28] (item 7.3). We propose that PVGs should describe what actions patients or the public can take by themselves when this is reported in the source guideline, such as eating a balanced diet, reasonable exercising, and adopting other healthy lifestyle behavior. If a recommendation is going to give information on the effects or risks of interventions, numerical data appear to facilitate understanding by lay persons [30, 31]. Third, our project mainly focused what to report, while some other aspects, such as how to present numerical information, are not under the scope of this version. When deciding which recommendations to report in the PVG, the developers may consider focusing on those closely related to involvement by the patients or the public.
Each recommendation should be accompanied by the strength of recommendation and the assessment of the certainty (quality) of the evidence (item 13). Technical language such as that of the source guideline can be difficult for lay people to understand [27], however. Thus, a PVG should provide a clear and simple explanation of the meaning of any terms related to strength of the recommendations and certainty of the evidence, using visual aids if appropriate (see examples under item 8.1 in Table 1) [32].
Recommendations in PVGs should be easily identified by users. The developers should consider highlighting the recommendations with tables, boxes, bold type, or a distinctive color.
Other information
Other information proposed for reporting includes questions to ask clinicians (item 9.1), terms and abbreviations (item 10.1), funding source(s) and their roles for both PVG and the source guideline (item 11.1), and conflicts of interest of contributors to the PVG and the source guidelines (item 12.1). For the first point, a list of potential questions can encourage patient inquiries, allowing them to be more active during their healthcare visits and facilitating more effective communication and decision-making [33, 34]. For the second point, PVGs should avoid jargon and abbreviations when possible. Where unavoidable, the PVG should give clear definitions of new and key terms and explanations of abbreviations and acronyms. Additionally, a trustworthy guideline should report conflicts of interest transparently [35, 36], while the PVG should report the conflicts of interest in a format that patients and the public can easily understand and assess their potential impact. For example, if there were no conflicts of interest that might compromise public trust, the PVG should clearly report this [37]. If there are interests that were identified as conflicts in the source guideline that could impact the validity or credibility of the guideline, these should be clearly disclosed [38, 39] along with a brief explanation as to why the interest represents a conflict. For example, if the source guideline was funded by a company with a financial interest in one of the recommended interventions, the PVG should note this explicitly.
Discussion
RIGHT-PVG is the first international consensus-based checklist for the reporting of PVGs. The checklist consists of 17 items under four domains. Application of the checklist aims to improve the transparent and understandable reporting of PVGs and facilitate their effective use among patients and the public. Use of the checklist could, in turn, promote shared decision-making and improved patient health outcomes [40]. Potential users of this checklist are the developers of PVGs, editors, and peer reviewers when assessing the reporting of PVGs, as well as researchers interested in PVGs. While the checklist does not prescribe a specific reporting style, it is important that each item is clearly presented. The specific style of the PVG will depend highly on the end users’ needs.
During the development process, we gathered initial items from a sample of PVGs, documents from organizations publishing PVGs, methodological publications on PVGs, and the literature on patients’ needs. This enabled us to start with a list of potential topics and considerations. With limited publications on the methodology or reporting of PVGs [12], the Delphi process was used to derive expert opinion-based criteria [13]. For several candidate items, the panelists could not reach consensus on whether to include the item (Additional file 1: Appendix 6). The PVG developers may need to consider those items when relevant to their specific condition. One example is whether to report the cost of each option. The debate mostly focused on the variability of costs of an intervention across jurisdictions and over time [41, 42].
There are several limitations to this work. First, we have not yet conducted any usability testing to understand how RIGHT-PVG works in practice. Second, we did not carry out face-to-face panel meetings due to a restricted budget, which might have limited the discussion among panelists. However, the two-round Delphi achieved a high level of consensus on the checklist and all panelists were in agreement with the final list of items, as were the external reviews. Third, our project mainly focused on what to report in the PVG; for issues about the style and presentation of the content, such as how to present numerical information, we suggest referring to the G-I-N public toolkit [3] and other relevant checklists [43]. Fourth, although the original checklist was informed by relevant studies about patients’ needs and preferences, and three representatives of the public participated in the Delphi panel, the majority of panelists were experts and it is possible that the views of lay people may have been under-represented. In the next phase, we plan to evaluate the validity, acceptability, and applicability of the checklist in different contexts [12]. We will collect feedback from PVG producers and the end users of PVGs (i.e., health professionals who discuss or disseminate PVG with patients, and patients and the public who use PVGs) for updating of this checklist in the future. Feedback from researchers using the RIGHT for PVG checklist and the continuously evolving evidence base on PVGs will also help with its refinement. We will upload all published documents on the RIGHT website page for RIGHT-PVG [44] and collaborate with colleagues who want to translate or adapt this tool for their specific contexts.
Conclusion
The RIGHT for PVG reporting checklist provides an international consensus on important criteria when reporting PVGs. With this checklist, developers of PVGs can improve the transparency, consistency, and usability of their guidelines, which may ultimately lead to improved shared decision-making between patients and clinicians and improved patient health outcomes.
Acknowledgements
We sincerely thank Holger Schünemann (Canada) for commenting on the protocol; Claire Glenton (Norway), Faruque Ahmed (US), Suodi Zhai (Mainland China), Hongcai Shang (Mainland China), and Yuanyuan Zhang (Mainland China) for commenting on the items in Delphi process; Joyce Kee-Hsin Chen (Taiwan) and Hyeong Sik Ahn (Korea) for reviewing the final checklist and draft; Yanfang Ma (China) for sending and collecting survey emails; and Yang Yu (China) for summarizing the feedback from Delphi surveys. MS Lee was supported by Korea Institute of Oriental Medicine (K18122). Ana Marušić is supported by the Croatian Research Foundation (grant No. IP-2019-04-4882.).
Disclaimer
The authors alone are responsible for the views expressed in this article and they do not necessarily represent the views, decisions, or policies of the institutions with which they are affiliated.


Authors’ contributions
XW, YC, KY, and SLN conceived the project and are responsible for the draft of this manuscript. XW, RT, JE, and QZ generated the initial item, designed the questionnaires for the Delphi survey, and did the statistical analysis. EA, AM, AQ, YFY, MSL, MS, SB, MZ, EC, JK, and AO were Delphi panelists and gave comments and suggestions on the protocol and draft item list. All authors participated in critically appraising and revising the intellectual content of the manuscript. XW is the coordinator of this project. All authors read and approved the final manuscript. Monitored email address: wangx431@mcmaster.​ca.

Funding
This study was supported by the National Social Science Foundation of China (19ZDA142). The funder does not have any role in the study design, data collection, analysis and interpretation of the data, or in the preparation of manuscripts.

Availability of data and materials
All data generated or analyzed during this study are included in this article and its supplementary information files.

Ethics approval and consent to participate
Not applicable

Consent for publication
Not applicable

Competing interests
SLN is an employee of the World Health Organization where she helps oversee the quality of WHO guidelines.


References
	1.
Shepperd S, Charnock D, Gann B. Helping patients access high quality health information. BMJ. 1999;319(7212):764–6.Crossref

	2.
Yang K CY, Li Y, Schünemann HJ. Editorial: can China master the guideline challenge? Health Res Policy Syst 2013;11:1.

	3.
Guidelines International Network. About the G-I-N PUBLIC Toolkit: patient and public involvement in guidelines. https://​g-i-n.​net/​document-store/​working-groups-documents/​g-i-n-public/​toolkit/​toolkit-2015 Accessed 2 Apr 2020.

	4.
Santesso N, Morgano GP, Jack SM, Haynes RB, Hill S, Treweek S, et al. Dissemination of clinical practice guidelines: a content analysis of patient versions. Med Decis Making. 2016;36(6):692.

	5.
Patient and Caregiver Resources. https://​www.​nccn.​org/​patients/​default.​aspx. Accessed 2 Apr 2020.

	6.
All Guidelines. https://​www.​aan.​com/​Guidelines/​Home/​ByStatusOrType?​status=​all. Accessed 2 Apr 2020.

	7.
Patient booklets.https://​www.​sign.​ac.​uk/​patient-publications. Accessed 2 Apr 2020.

	8.
Guidance. https://​www.​nice.​org.​uk/​guidance/​published?​type=​csg,cg,mpg,ph,sg,sc. Accessed 2 Apr 2020.

	9.
Xiao S GY, Wang X, Wang D, Zzhou Q, Chen Y. . Introduction of patient versions of guidelines and its development methods. [Article in Chinese] Drug Evaluation. 2017.

	10.
Ružica Tokalić, Marin Viđak, Buljan I , et al. Reporting quality of European and Croatian health practice guidelines according to the RIGHT reporting checklist. Implementation Science, 2018, 13(1):135.

	11.
Chen Y, Yang K, Marušic A, Qaseem A, Meerpohl JJ, Flottorp S, et al. A Reporting Tool for Practice Guidelines in Health Care: the RIGHT statement. Ann Intern Med. 2017;166(2):128-32.

	12.
Wang X, Zhou Q, Chen Y, Yao L, Wang Q, Wang M, et al. Protocol of reporting items for public versions of guidelines: the Reporting Tool for Practice Guidelines in Health Care-public versions of guidelines. BMJ open. 2019;9(3):e023147.

	13.
Murphy MK, Black NA, Lamping DL, Mckee CM, Sanderson CF, Askham J, et al. Consensus development methods, and their use in clinical guideline development. Health Technol Assess. 1998;2(3):1-88.

	14.
RIGHT working group. A proposal of essential Reporting Items for Practice Guidelines in Health Systems (RIGHT). http://​www.​equator-network.​org/​wp-content/​uploads/​2009/​02/​RIGHT-Guideline.​pdf. Accessed 2 Apr 2020.

	15.
NICE. Health services for people with sarcoma: Understanding NICE guidance – information for the public. Available at: https://​www.​nice.​org.​uk/​guidance/​csg9/​resources/​health-services-for-people-with-sarcoma-pdf-2188962109. Accessed 2 Apr 2020.

	16.
Queensland Department of Health. Parent information queensland clinical guidelines: breastfeeding your baby. Available at: https://​www.​health.​qld.​gov.​au/​_​_​data/​assets/​pdf_​file/​0037/​139978/​c-bf.​pdf. Accessed 2 Apr 2020.

	17.
Kidney Cancer-NCCN Guidelines for Patients® Version 1.2015. Available at: https://​www.​nccn.​org/​patients/​guidelines/​kidney/​index.​html. Accessed 2 Apr 2020.

	18.
Glaucoma Referral and safe discharge: A booklet for patients, their families and carers. Available at: https://​www.​sign.​ac.​uk/​assets/​pat144.​pdf Accessed 2 Apr 2020.

	19.
Information for you-Pregnancy and breast cancer (Published in October 2014) . Available at: https://​www.​rcog.​org.​uk/​globalassets/​documents/​patients/​patient-information-leaflets/​pregnancy/​pi-pregnancy-and-breast-cancer.​pdf. Accessed 2 Apr 2020.

	20.
U.S. Preventive Services Task Force. Behavioral and pharmacotherapy interventions for tobacco smoking cessation in adults, including pregnant women. Available at https://​www.​uspreventiveserv​icestaskforce.​org/​Tools/​ConsumerInfo/​Index/​information-for-consumers. Accessed 2 Apr 2020.

	21.
EMSO. Stomach cancer: a guide for patients. Available at https://​www.​esmo.​org/​content/​download/​6635/​115239/​file/​EN-Stomach-Cancer-Guide-for-Patients.​pdf. Accessed 10 Mar 2020.

	22.
ESHRE. Information for women with endometriosis. Available at https://​www.​eshre.​eu/​~/​media/​sitecore-files/​Guidelines/​Endometriosis/​ESHRE-ENDOMETRIOSIS-GUIDELINE_​Patient-version_​FINAL.​pdf. Accessed 10 Mar 2020.

	23.
U Kiltz, D van der Heijde, H Mielants, E Feldtkeller, J Braun, PARE/EULAR patient initiative group. ASAS/EULAR recommendations for the management of ankylosing spondylitis: the patient version. Ann Rheum Dis. 2009;68(9):1381.

	24.
Liberati A, Altman DG, Tetzlaff J, Mulrow C, Gøtzsche PC, Ioannidis JPA, et al. The PRISMA statement for reporting systematic reviews and meta-analyses of studies that evaluate health care interventions: explanation and elaboration. 2009.

	25.
Sepucha KR, Abhyankar P, Hoffman AS, Bekker HL, Leblanc A, Levin CA, et al. Standards for UNiversal reporting of patient Decision Aid Evaluation studies: the development of SUNDAE Checklist. BMJ Qual Saf. 2017;27(5):bmjqs-2017-006986.

	26.
Vernooij RWM, García LM, Florez ID, Armas LH, Poorthuis MHF, Brouwers M, et al. Updated clinical guidelines experience major reporting limitations. Implement Sci. 2017;12(1):120.

	27.
Cronin RM, Mayo-Gamble TL, Stimpson SJ, Badawy SM, Crosby LE, Byrd J, et al. Adapting medical guidelines to be patient-centered using a patient-driven process for individuals with sickle cell disease and their caregivers. BMC Hematol. 2018;18(1):12.

	28.
Fearns N, Graham K, Johnston G, Service DJBHSR. Improving the user experience of patient versions of clinical guidelines: user testing of a Scottish Intercollegiate Guideline Network (SIGN) patient version. BMC Health Serv Res. 2015;16(1):37.

	29.
Mcclure JSJJotNCCNJ. Informing patients: translating the NCCN guidelines. J Natl Compr Canc Netw. 2011;9 Suppl 3(9 Suppl 3):S4.

	30.
Glenton CSN, Rosenbaum S, Nilsen ES, Rader T, Ciapponi A, Dilkes H. Presenting the results of Cochrane Systematic Reviews to a consumer audience: a qualitative study. Medical Decision Making An International Journal of the Society for Medical Decision Making. 2010;30(5):566.Crossref

	31.
Büchter RB, Fechtelpeter D, Knelangen M, Ehrlich M, Waltering A. Words or numbers? Communicating risk of adverse effects in written consumer health information: a systematic review and meta-analysis. Bmc Medical Informatics Decision Making. 2014;14(1):76.Crossref

	32.
Akl EA, Nancy M, Gordon G, Oxman AD, Pablo AC, Vist GE, et al. Symbols were superior to numbers for presenting strength of recommendations to health care consumers: a randomized trial. J Clin Epidemiol. 2007;60(12):1298–305.

	33.
Caminiti C, Diodati F, Filiberti S, Marcomini B, Annunziata MA, Ollari M, et al. Cross-cultural adaptation and patients’ judgments of a Question Prompt List for Italian-speaking cancer patients. BMC Health Serv Res. 2010, 10(1):16-0.

	34.
Aneta D, Tattersall MHN, Butow PN, Heather S, Paul KJC. Can a “prompt list” empower cancer patients to ask relevant questions? Cancer. 2008;113(2):225–37.

	35.
Wang X, Chen Y, Liang Y, Qi Z, Wu Q, Estill J, et al. Reporting of declarations and conflicts of interest in WHO guidelines can be further improved. J Clin Epidemiol. 2018;98:1–8.

	36.
Schünemann HJ, Al-Ansary LA, Forland F, Kersten S, Komulainen J, Kopp IB, et al. Guidelines International Network: principles for disclosure of interests and management of conflicts in guidelines. Annals Internal Med. 2015;163(7):548–53.Crossref

	37.
Baiu I, Stern JR. Carotid Artery Endarterectomy. Available at https://​jamanetwork.​com/​journals/​jama/​fullarticle/​2767864. Accessed 16 Oct 2020.

	38.
Muth CC. Conflict of Interest in Medicine. Available at https://​jamanetwork.​com/​journals/​jama/​fullarticle/​2623608. Accessed 16 Oct 2020.

	39.
Qaseem A, Wilt TJ. Disclosure of interests and management of conflicts of interest in clinical guidelines and guidance statements: methods from the Clinical Guidelines Committee of the American College of Physicians. Annals Internal Med. 2019;171(5):354–61.Crossref

	40.
Sophia J, Aly R, Richard B, Ala S, Marwan HJFP. Attitudes of women with menstrual disorders to the use of clinical guidelines in their care. Fam Pract. 2010;27(2):205–11.

	41.
Medicine prices vary widely both between and within countries. http://​www.​emro.​who.​int/​press-releases/​2010/​medicine-prices-vary-widely-both-between-and-within-countries.​html. Accessed 2 Apr 2020.

	42.
Guyatt GH, Oxman AD, Kunz R, Jaeschke R, Helfand M, Liberati A, et al. Incorporating considerations of resources use into grading recommendations. BMJ. 2008;336(7654):1170–3.

	43.
Oxman AD, Glenton C, Flottorp S, Lewin S, Rosenbaum S, Fretheim A. Development of a checklist for people communicating evidence-based information about the effects of healthcare interventions: a mixed methods study. BMJ open. 2020;10(7):e036348.Crossref

	44.
Extensions. RIGHT-PVG. Accessed at http://​www.​right-statement.​org/​article/​26. Accessed 2 Apr 2020.



Publisher’s Note
Springer Nature remains neutral with regard to jurisdictional claims in published maps and institutional affiliations.


OEBPS/navigation.xhtml

    
      Contents


      
        		The reporting checklist for public versions of guidelines: RIGHT-PVG


      


    
    
      Landmarks


      
        		Body Matter


      


    
  

OEBPS/images/13012_2020_1066_Fig1_HTML.png
Identify overarching topics and potential items relevant to PVG
I Sample of 30 PVGs

development

Collect information and documents relevant for
PVG development/reporting:

—| » 4 PVG guidance documents

»  Method or reporting summaries from

organizations which develop PVGs

> 26 studies about patient needs on reporting of

PVG or similar patient tools (e.g. surveys or

- interview with public or patients)

> 20 studies on the methodology or reporting of
PVGs or other types of patient information

y A 4
Content: Other aspects:
29 topics, containing 39 items 5 topics, containing 6 items
[ |
=== s N - 1
: First round of Delphi consultation :
_____________ [-------------
kv V2 b4
14 items on 20 revised items on Consensus to exclude items on publication medium, modality,
content included | | content for second round style, and some items on format from the checklist

_____________ p-=-========--
A 4 Y.

4 items included, of which 2 16 items not

were combined included

—

—p 17 items were finally generated






OEBPS/images/13012_2020_1066_Figc_HTML.gif





OEBPS/css/envelope.png





OEBPS/images/13012_2020_1066_Figa_HTML.gif





OEBPS/css/sidebar.gif





OEBPS/images/13012_2020_1066_Figb_HTML.gif





