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Abstract Methods Patients, carers, and publication professionals were Reporting of stakeholder involvement was deficient Conclusions and implications
Objective: The Guidance for Developers of Health Research Reporting not reported as authors of reporting guidelines e L :
Gurdelnes reammend mulelsd slinary selcheldr fnvaleman . o Source . . It is important to seek feedback and criticism from all stakeholders regarding
transparent and complete reporting, and updating guidelines based on Reporting guidelines for all main study types listed f-“ the reporting guideline [...].”
feedback. Developers are accountable for stakeholder engagement, but on the EQUATOR Network (www.equator-network.org) Moher et al. PLoS Med. 2010
how broad and meaningful is such engagement? Our objective was to provide empirical September 2016 - January 2017 All stakeholders ‘ . . .
feedback to developers by investigating (1) the involvement of those ultimately [ ) x Author inf ) ) th the AGREE R dati |X| Expertise COhCIUSlonS Im pl iIcations
affected by guidelines (eg, patients and carers) and regular end users of guidelines . (o) ¢ Author information consistent with the ecommenaations Institute . . . . .
(eg, publication professionals), and (2) the transparency and completeness of reporting Extracted Patients il 0% was evident for only 9% (3/33) of reporting quidelines. . * Patients, carers, and publication * Meaningful engagement of patients,
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stakeholder involvement. We pilot-tested and standardized a data collection + Items most commonlv not redorted wer rtise and rol professionals have rarely been carers, and publication professionals
Design: For this prospective study, conducted from September 2016 to January spreadsheet to extract data from the corresponding ems most commonly not reported were expertise a ole. |X| Role involved in deve|oping research could enhance guideline Credlblllty,
2017, we included every reporting guideline for the main study types, as listed on guideline publications and guideline websites. S . . . 0 0 g
the EQUATOR Network website. We pilot-tested a standardized data collection ® reportmg gwdellnes. d|ssem|n.at|on, and use.
spreadsheet to extract data from the corresponding guideline publications. We + * x o) r-“ e |eaders of organizations e \What rationale is there to exclude
quantified patient, carer, and publication professional involvement and used statisticians . . . Carers . O /o Carers . these stakeholders from future
(listed as stakeholders in the Guidelines) as a control group. We assessed reporting Extent of involvement Reportlng of involvement representlng these stakeholders d | d | h .
transparency and completeness using the AGREE Reporting Checklist for documenting é . (] ) é ) o Carer representative information consistent with the |X| Expertise welcome the Opportunity for guigeline aeve Opment when:
stakeholder involvement. For qualitative insights, we interviewed leaders from nonprofit Patients F ? r—“ e P |X| v/ Patients and carers are becomin
: ' ' ; : Institut ; ;
international, patient advocacy (International Alliance of Patients’ Organizations [IAPO]) ® AGREE Recommendations was not evident. net u ° meanlnng| engagement Wlth more involved in other areas O'F S
and pgbli.cation professional (Global Alliance of Publication Professionals [GAPP]) carers T ? |:| Expertise . . (] e One carer representative was named as a working group member Location gLIIdehne deve'opers. h3 d th . d
organizations. oublication 2 . Publication X O% ° on one guideline |X| Role o The t g lot rgsearc: an € peer-reviewe
Results: Of the 33 guideline publications, the mean (SD) number of authors was 9 professionals T ? |:| Institute professionals * [ ] { ) e ransparency an COI:T]p eteness ||teratu re5?
(SD 5.7, min 3, max 30) (median, 7; IQR, 5-11) and the mean (SD) number of working 'i\ [ ] Location of reporting stakeholder involvement o/ pyplication professionals can
group members was 45 (SD 38.4, min 5, max 147) (median, 30; IQR, 23-43). Statisticians Statisticians (control) [ ) o . . . 67
were authors for 24% (8/33) of the publications and were working group members > |:| Role e ® P ® Statisticians (control) & !n gL“dellne development should be .enhan.cegthe quallty and
for 15% (5/33). Patients, carers, and publication professionals were rarely identified, Involvement ® o . . _ . |m|oroved. Integrity of reports, and can
either as authors (0, 0, and 0, respectively) or working group members (0, 1 [3%], and Documented stakeholder Quality of reporting of stakeholder Statisticians 240/ o Statlstlgan information consistent with the AG R'EE Recommendatlons |X| Expertise have stronger knowledge of
Q, respectively). Reporting stakghglder involvement was deficient (eg, for statistician involvement was quantified involvement was assessed using (o) was evident for onIy 25% (7/28) of reporting gu|de||nes. Institute guidelines than authors®9?
involvement, only 25% of publications met AGREE Recommendations). Leaders from (statistician = control) the AGREE Reporting Checklist.2 S . . " . )
IAPO and GAPP were not aware of having been invited to participate in developing \ : J \ _J e Statisticians were potentlally identifiable* as authors of 28 reporting Location R e e e T e e e
guidelines, but thought that their stakeholders could provide unique and important | I guidelines. |X| Role ) ) 9 9 P
insights. They encourage guideline developers to contact them to facilitate meaningful + *nferred A ' peer-reviewed literature.”
) nferred from authors’ institutes when reporting was not complete or transparent \ /
nvolvement. deline devel h | lved stakehold # d Qualitative insights (Paﬁtleirtls\’lvaerilé E:C:)i;g:r::gt\iSEeHoefagcié::‘iig
Conclusions: Guideline developers have rarely involved stakeholders affecte ) - N=33 guidelines . . .
by guidelines (patients, carers) or those regularly using guidelines (publication 4 _ Intervnews with |ea_ders from th?: _ ) \_ J Publication professionals FO“ \ J
professionals) in the development process. The involvement of these key stakeholders 1. Internatlona?l Alliance of F’at"entS’ Orgar?lzatlons (IAPO) « Publicati fossi | inf ti istent with th
could enhance the credibility, dissemination, and use of guidelines. If patients, carers, 2. Glob_e?l Alliance of Publication Professionals (GAPP) AléiRléé ;_\f)n pro eSSIdon? INTorma Icicn CQQSISJ[ ent wi e |X| Expertise
and publication professionals were represented by other stakeholders (which is not ideal .17; ) ) ecommendations was not eviagent. .
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epresented whan. The tanaparency anc ompletenessofeporting of satehldr g Patients, carers, and publication professionals were an author or other stakeholder on four reporting guidelines. Limitations
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\- / rare I y re po rted as mem be rs Of woO rk n g g rou ps or *Inferre(;i from our personal knowledge of the publication professional’s company name, as reporting o ) ) . ) o
g . was neither complete nor transparent S’ * Most reporting guidelines were developed before the availability of the AGREE
BaCkg rou nd Resu |ts - / * Potential involvement of statisticians and publication professionals had to be
° inferred because of incomplete and nontransparent reporting.
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