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1. Executive Summary 

Introduction 

Evidence-based clinical practice guidelines (CPGs) are the gold standard in synthesising evidence and 

developing recommendations to inform clinical practice and healthcare decision-making. However, 

CPG production is highly resource intensive. Guideline development can take months or even years. 

This long lead time to CPG publication delays the translation of research evidence into timely 

improved healthcare practices and patient outcomes. In response, the Living Systematic Reviews 

program led by Cochrane Australia sought to develop and test new methods to enable guideline 

production and ongoing guideline updates to reflect newly generated evidence. These methods 

were used to create and publish the Living Stroke Guidelines (LSGs). This project aimed to undertake 

a process and outcome evaluation of the LSGs and their development by exploring their feasibility, 

acceptability, and usefulness from the perspective of multiple stakeholders.  

Methods 

A realist paradigm evaluation of the LSGs was undertaken. A multi-methods approach sought the 

perspectives of LSG developers and users using two data collection modalities: (1) online surveys 

and (2) semi-structured interviews. Surveys were used to identify key concepts of facilitators and 

barriers related to the development and use of the LSGs. The interviews enabled deeper exploration 

of these concepts with subsets of the participant group cohorts. Descriptive and thematic analyses 

of quantitative and qualitative data sources, respectively, informed the presentation of findings 

which were mapped to relevant evaluation aims. Recommendations were then developed based on 

the key concepts extracted from stakeholders’ perspectives and experiences of the facilitators and 

barriers to LSG development and use.   

Results 

Surveys: Fifty Guideline Developers and 178 Guideline Users (response rates: 34% and 1%, 

respectively) completed the online surveys.  

For the Guideline Developers, the most frequently reported aspects of the LSGs that worked well 

were:  

• effective communication and/or management and facilitation from the team at the Stroke 

Foundation (49% of responses),  

• the inclusion of different perspectives from the skill-mix of LSG development groups (which 

included both consumers and expert clinicians) (19% of responses),  

• the well-established LSG development process that provided a choice of working on 

particular areas of interest and a shared workload (14% or responses),  

• and the levels of collaboration and communication between working groups (9% of 

responses).  

Suggested areas for improvement, by developers, centred around the nature of and mode used for 

engagement and communication (e.g., greater engagement with rest of working group, face-to-

face/Zoom discussions), adaptation of content for consumers (e.g., simpler terminology to improve 

readability), and response times and timelines for review (e.g., balancing strategies to improve 

response time for reviewers, with suggestions for longer timelines for experts completing the 

reviews). 
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In the Guideline User group, most respondents were aware of and had used the LSGs, predominantly 

to inform clinical practice for a specific situation or patient (66%), or as a guide for professional 

development within their team (66%). More than two-thirds (69%) of survey respondents reported 

greater trust in the LSGs compared to the previous static guidelines. The main reason cited was the 

regular updating which ensures that the recommendations reflect current best practice evidence. 

Similar reasons were cited to explain self-reported increases in respondents’ likelihood and 

frequency of accessing and following the LSG recommendations. Almost 90% of respondent Users 

believed that the LSGs address most, if not all, of the important clinical topic questions. However, 

over half (56%) also indicated that from their perspective, some irrelevant questions are featured 

within the LSGs. Just under a half of LSG Users identified any areas for improvement, with some 

suggesting that future iterations of the LSGs could benefit from refining their focus and including 

additional relevant areas of clinical practice (e.g., management of the hemiplegic shoulder, care 

occurring around the paramedic/stroke centre interface, and greater specificity in aphasia).  

Interviews: Semi-structured interviews were held with 14 Guideline Developers and 15 Guideline 

Users. Thematic analyses of interview data were pooled across the two participant groups, and 

mapped to a framework comprised of: (A) four stages of development and use: the LSGs in principle 

(how interviewees viewed the concept of living guidelines), in process (the experiences and 

perceptions of the processes of developing and updating guidelines), into practice (the translation of 

living guidelines into practice), and in practical application (the range of ways that interviewees have 

applied the guidelines in their practice); and (B) the facilitators and barriers to the development and 

use of the LSGs (Table i). An overview of the key themes crafted from the interview data within this 

framework are presented in Figure i. 

Table i. Barriers and facilitators to the development and use of Living Stroke Guidelines 

Barriers  Facilitators Barriers  Facilitators 

To development To use 

• High workload 

• Voluntary 
contribution – 
threatens 
sustainability 

• Investment by diverse 
stakeholders 

• Acknowledgement of 
contribution 

• Technical support (e-
platforms streamline 
process) 

 

 

• Lack of 
transparency 
around decision-
making 

• Potential bias/lack 
of consensus 
between agencies 

• Lack of local context 

• Usability: 

o Limited search 
functionality 

o Difficulty sharing 
sections 

• Email updates  

• Online platform 

• Accessible 
summaries 
(discipline specific) 

• Limited acronyms / 
jargon  

• Ability to drill down 
to further evidence 

• Financial investment 

• Demonstrated 
impact 
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Figure i. Thematic mapping of interview data.  

Discussion and recommendations 

Our evaluation of the Stroke Foundation’s Living Stroke Guidelines revealed a number of inter-

related factors necessary for successful development and implementation of living guidelines: 1) 

active leadership and management and support from the governing body; 2) an established but 

adaptable living guidelines process; 3) resourcing and demonstrating impact; 4) leveraging 

technology; 5) engagement of stakeholder groups; and 6) knowledge translation and 

implementation. Six key recommendations for the sustainability and improvement of LSGs have 

been made in relation to each of these factors.  

Recommendation 1: Active leadership and management and support from the governing body  

Build on the leadership, resources, governance and networks of the Stroke Foundation to lead and 

support LSG efforts in the future. Strategies to facilitate greater interaction within and between 

teams to optimise opportunities for shared learning and cultivate a ‘culture of collegiality’ should be 

leveraged. Further exploration of developers’ perceptions around their motivators for participation 

in the LSG initiative is also recommended.  

Recommendation 2:  An established but adaptable living guidelines process 

Perform a qualitative and quantitative review of process and outcome data from each topic area to 

determine relative investment in searching versus the yield in relevant evidence identified from the 

literature. The drivers and tipping point triggers for adapting and tailoring the LSG process to suit the 

unique characteristics of each body of literature should be identified and applied to the process. 

These reviews should be conducted routinely to keep pace with new published evidence.  
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Recommendation 3: Resourcing and demonstrating impact 

Create ways to acknowledge the input of clinicians and consumers to increase the value to them of 

participating (e.g., certifications, professional development). Apply and adapt existing outcomes, or 

develop LSG-specific metrics, to measure the impact of the LSG (e.g., change in practitioners’ 

knowledge and patient or clinical outcomes). 

Recommendation 4: Leveraging technology 

 In the absence of sector-wide technology reforms, there is merit in trialling additional discrete tools 

to replace or complement existing LSG processes and the use of MAGICapp. Their value and efficacy 

should be evaluated using a range of metrics, including, but not limited to, the perspectives of 

Guideline Developers and workload data. For Guideline Users, enabling access through innovative 

modes, such as video abstracts and e-sharing options, should also be explored to increase access and 

use of LSGs.  

Recommendation 5: Engagement of stakeholder groups  

Having produced the LSGs, it is recommended that the Stroke Foundation use focus groups to 

further engage with various stakeholder subgroups within the LSG Developer and User cohorts. The 

goal of the focus groups would be to explore how the LSGs have met their needs, to identify what 

gaps remain, to identify the scope and nature of the challenges of maintaining and evolving the 

LSGs, and to collectively brainstorm potential solutions. 

Recommendation 6: Knowledge translation and implementation 

Knowledge translation and implementation efforts should be embedded within the LSG initiative. 

This would entail providing resources (e.g., toolkit-type material that could include specific 

recommendations or suggested strategies for local translation and implementation) and linking 

users in forums to facilitate shared learning on local quality improvement activities (e.g., online chat-

boards and conferences). 

Conclusion 

The vast majority of comments that we received from participants in relation to the LSGs were 

favourable. The adopted methodology was not geared to explicitly determine areas where the LSG 

could be improved using formal measures. As such, only general recommendations regarding areas 

for potential improvement could be included in this report.   

Nevertheless, the findings of this evaluation revealed a number of interacting components that are 

necessary for a successful LSG development and implementation program. These include an active 

leadership, management, and support from the governing body, an established but adaptable living 

guidelines process, adequate resourcing and definition of adaptable outcomes, leveraging innovative 

technology as it becomes available, authentic engagement with stakeholder groups, and defined 

knowledge translation and implementation strategies. These concepts align well with the 

contemporary but limited literature on emerging living guidelines methods and key aspects of their 

evaluation. 
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2. Introduction 

Evidence-based clinical practice guidelines (CPGs) are the gold standard in synthesising evidence and 

developing recommendations to inform clinical practice and healthcare decision-making. However, 

CPG production can take months or even years. This long lead time to CPG publication delays the 

translation of research into improved healthcare practices and patient outcomes. It may also mean 

that the recommendations are no longer current at the time of release. 

The Living Systematic Reviews program, led by Cochrane Australia to develop and test new methods 

to enable guideline production, have facilitated the publication of the Living Stroke Guidelines 

(LSGs), which are to be continually updated. The imperative of the ‘living process’ is two-fold: to 

reduce the time for guideline production, and to minimise recommendations that lose currency and 

go out of date. However, CPGs, whether static or continually updated are only effective if they are 

adopted into practice. This project aimed to undertake a process and outcome evaluation of the 

LSGs and their development while exploring the feasibility, acceptability, and usefulness from the 

perspective of multiple stakeholders.  

The specific aims of the evaluation were to: 

1. Explore the impact of Living Stroke Guidelines approach on guideline production workload and 

efficiency (i.e., timelines, resource implications)  

2. Explore the enablers and barriers to the development of living guidelines and how these can be 

leveraged or overcome to inform future work related to living guidelines and other applications  

3. Investigate how a living guideline system used in stroke influences credibility and acceptability 

of the guideline recommendations  

4. Identify further opportunities to improve the efficiency and effectiveness of guideline 

production to inform future work related to living guidelines 

5. Explore what factors might impact on whether the approach applied in stroke is transferable to 

other contexts and clinical areas 

6. Investigate change in knowledge for topics where recommendations have changed  

7. Explore the intention of clinicians to change practice  

8. Evaluate clinical outcomes/practice and/or patient outcomes 
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3. Methods 

The evaluation framework was based on a realist paradigm (what works for whom and in what 

circumstances) and used pragmatic methods. The methods included qualitative assessment of the 

experience of stakeholders contributing to, or impacted by, living guideline production and 

implementation, and quantitative assessment of the impact on workload and efficiency of the 

evidence identification processes. The quantitative assessment (i.e., workload, efficiency) was 

undertaken in-house by the Stroke Foundation and not included in the body of this report. The 

proposed methodological approach was modified in partnership with the Stroke Foundation due to 

project delays precipitated by the emergence of COVID-19 (Table1). Ethics approval was granted by 

the Macquarie University Human Research Ethics Committee (protocol ID: 7918). 

Table 1.  Evaluation methods and adaptations mapped against the aims 

Aim No 

Proposed evaluation 
measures 

(measure type) 
Proposed data collection 

methods Methodological adaptations 

1, 2, 3, 4, 5 i. Acceptability, 
feasibility, and 
sustainability of the 
living guideline 
approach used 
(process) 

 

ii. Online surveys  
iii. Semi-structured interviews 

Surveys and interviews 
conducted as proposed, except 
for collecting data at just one 
timepoint (rather than two) ii. Potential 

transferability of the 
approach to other 
clinical areas  
(process) 

i. Online surveys  
ii. Semi-structured interviews 

6, 7, 8 iii. Early evidence of the 
uptake of updated or 
new evidence-based 
recommendations 
from this process to 
clinical practice 
(outcome) 

i. Online surveys  
ii. Semi-structured interviews 
iii. Specific measures: 

(a) change in knowledge 
for topics where 
recommendations 
have changed  

(b) clinical 
outcomes/practice 
and/or patient 
outcomes 

Surveys and interviews 
conducted as proposed, except 
for collecting data at just one 
timepoint (rather than two) 

 
Specific measures not formally 

evaluated  
(but addressed and presented, 
in part, by crafted themes from 
self-report survey and interview 

data)  

3.1 Participant Groups 

Two participant groups were targeted in this evaluation using existing professional networks of the 

Stroke Foundation: (A) Guideline Developers (i.e., LSG development group members, including: the 

project team, project executive, guideline content and methodology experts, consumers); and (B) 

Guideline Users (i.e., stakeholder group, end users of the LSGs). Data from both groups were 

collected by surveys and interviews, details on which are outlined in Sections 3.2 and 3.3. 
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3.2 Surveys 

3.2.1 Procedure 

Two separate surveys were developed and targeted to different respondents: Survey 1 to Guideline 

Developers and Survey 2 to Guideline Users. A third survey (Survey 3, quantitative assessment of 

workload and efficiency) was administered by the Stroke Foundation and deployed monthly to 

working group members, which was a subset of the Guideline Developer group.  

3.2.2 Recruitment 

Participants were invited to complete the surveys through existing email communication channels 

for the Stroke Foundation (i.e., direct contact, network e-distribution lists). Participation was 

voluntary, and potential participants were directed to visit the survey webpage which featured a 

participant information statement. Choosing to proceed with the survey constituted informed 

consent.  

3.2.3 Data collection  

Data were collected using the REDCap online survey tool. The surveys included demographic details, 

and both close-ended and open-ended questions which sought information on respondents’ 

experiences of the living guideline production processes to which they contributed (Guideline 

Developers - Appendix 1); and the acceptability of the guidelines they used (Guideline Users - 

Appendix 2). Participants could also choose to provide their contact details to enable participation in 

a follow-up interview. 

3.2.4 Data analysis 

De-identified quantitative and qualitative data from surveys were summarised using Microsoft Excel 

(version 2103). Descriptive statistics are presented as appropriate for each quantitative variable, 

along with the range of and common themes from qualitative responses.  

3.3 Interviews 

3.3.1 Procedure 

The semi-structured interviews were designed to explore the process of developing the LSGs and the 

perceived outcomes related to the availability of the LSGs. This involved a two-pronged approach:  

A. Guideline Developers – this set of interviews was undertaken to explore their experience of 

the LSGs production; perceived benefits and challenges of the approach; and to identify 

where there are opportunities to improve the current production model and translation 

approach.  

B. Guideline Users – these interviews were undertaken to explore their experience of the LSG 

dissemination and translation into practice; perceived benefits and challenges of the overall 

LSG approach; and to identify areas for improvement of the current production model and 

dissemination and translation approach.  

To achieve this aim, separate semi-structured interview schedules were developed in partnership 

with the Stroke Foundation and using similar qualitative studies as a Guide1. In addition, an expert in 

the field (Professor Sandy Middleton, Australian Catholic University) reviewed the interview 

schedule for content, format, and flow. On the basis of this feedback,  minor modifications were 

made to the wording and order for two questions. The two interview schedules were comprised of 
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an initial section which focused on participants’ demographic information, followed by a range of 

closed- and open-ended questions centred around participants’ experiences of and perspectives on 

the LSGs, with further prompts crafted to probe for more detailed responses as required 

(Appendices 3 and 4).  

3.3.2 Recruitment 

As with the surveys, potential participants from the Developers Group and Users Group, including 

health practitioners, guideline adopters/adaptors and health managers, were invited to participate 

in one of two interviews through existing communication channels for the Stroke Foundation (i.e., 

direct contact or network e-distribution lists). Potential participants were emailed a participant 

information statement prior to the interview, and returned their signed consent form by email as 

evidence of their willingness to participate. Interviews were audio-recorded and transcribed by a 

medical transcription service.  

3.3.3 Data analysis 

An inductive thematic analysis of the transcribed interview data was undertaken via a team-based 

approach and using NVivo (version 12). This involved open coding (i.e., the identification of distinct 

concepts and themes for categorisation2) of 10% of the interview data across both participant 

groups, conducted independently by three researchers (LKW, RL, BNGE) experienced in qualitative 

methods and analysis. Comparison and discussion among the analysts facilitated the development of 

an analytical framework, which was subsequently applied in the analysis of the remaining data. 

Cross-checking was used to independently verify the validity and reliability of the coding strategy for 

the remaining data, alongside ongoing team discussion of the emerging analysis.  
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4. Results 

The Results section presents key survey data (supplemented by extra information in the 

Appendices), followed by analyses of the interview data.   

4.1 Surveys 

4.1.1 Guideline Developers (Survey 1) 

Of 148 LSG developers (108 clinical experts, 28 consumers, 10 project team members), a total of 50 

respondents completed at least one question (34% response rate), and 39 completed the entire 

survey. Data for all 50 respondents have been analysed and presented below.  

Role and interests of Living Stroke Guidelines development group 

Thirty-seven percent of respondents report that their role in producing living guidelines was as part 

of the guideline content development group, 25% were part of the consumer expert panel, 18% 

were on the project team and 16% were on the guideline advisory committee (Table 2). Seven 

people reported having multiple roles (or did their roles change over the course of the LSG 

development?) The length of time involved in guideline production varied from less than a year to 

more than seven years (min. = 1 month, max. = 20 years) (Table 3).  

Table 2: Role in producing Living Stroke Guidelines 

Role N (%) 

Guideline content development group 21 (36.8) 

Consumer Expert Panel 14 (24.6) 

Project Team 10 (17.5) 

Guideline advisory Committee 9 (15.8) 

Other 3 (5.3) 

   Implementation committee 1 

   Steering Committee 1 

   Unknown 1 

TOTAL 57 (100) 

 

Table 3: Length of time involved in Guideline production 

Length of time involved in guideline 
production N (%) 

Less than a year 3 (6.0) 

1-2 years 22 (44.0) 

3-4 years 7 (14.0) 

5-6 years 9 (18.0) 

7+ years 5 (10.0) 

From beginning 4 (8.0) 

TOTAL            50 (100) 

 

The Guideline Development group reported a range of areas of interest within the LSG process with 

‘quality improvement’, ‘consumer perspectives and ‘rehabilitation’ the most prevalent (Table 4).   
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Table 4: Areas of interest 

Area of interest Count (%) 

Quality improvement 18 (36.7) 

Consumer perspectives 11 (22.4) 

Rehabilitation (TOTAL) 10 (20.4) 

   Rehabilitation – general 3 

   Rehabilitation – RTW 2 

   Rehabilitation – upper limb 2 

   Rehabilitation – cognitive 1 

   Rehabilitation – emotional 1 

   Rehabilitation – social aspects 1 

Treatment (TOTAL) 9 (18.4) 

   Treatment – General 7 

   Treatment – Specific 2 

Sequelae 7 (14.3) 

Prevention 6 (12.2) 

Professional discipline (e.g. speech pathology, nursing etc) 3 (6.1) 

Healthcare delivery 2 (4.1) 

Population 2 (4.1) 

Professional development 1 (2.0) 

Social supports 1 (2.0) 

Stroke – type 1 (2.0) 

Other – communication 1 (2.0) 

Other – driving + community transport 1 (2.0) 

Other – sexuality 1 (2.0) 

TOTAL Respondents 49 
* Responses were free-text and have been coded into the following categories, Respondents could list multiple options and 

therefore percentages do not sum to 100% and combined count does not equate to total number of respondents.  

How people are involved in producing the Living Stroke Guidelines 

Most respondents agreed that the way different groups are involved in the production of the LSGs 

works well (83%) (Table 5).  

Analysis of answers to open-ended questions revealed that what works well with how people are 

involved in producing the LSGs centred around three main areas: the management team at the 

Stroke Foundation, the review team involved, and the process. Aggregated categorical responses are 

presented below in Table 6 (detailed table in Appendix 5, Table A1). For aspects that worked well, 

the largest number of responses (n=21, 49%) identified communication and/or effective 

management and facilitation from the team at the Stroke Foundation. In reference to the mix of 

expertise of the review team, 19% (n=8) of respondents mentioned the differences in perspectives 

provided by including both consumers and expert clinicians also worked well. The levels of 

collaboration and communication between working groups was also cited by a small number of 

respondents (n=4, 9%) as an aspect that worked well. The final aspect reported related to the LSG 

process itself; that is, the focused (established) process, which provides a choice of particular areas 

of interest and a shared workload, was mentioned by 14% (n=6) of respondents (Table 6).  
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Table 5: Involvement, technology, and processes supporting the development of Living Stroke 

Guidelines 

 
The way different groups 
are involved works well  

N (%) 

The technology 
supporting production 

works well 
N (%) 

The processes underpinning 
Living Guideline production 

works well 
N (%) 

Agree  40 (83.3) 34 (70.8) 43 (89.6) 

Neutral 8 (16.7) 10 (20.8) 3 (6.3) 

TOTAL 48 44 46 

 

Table 6: What works well 

Theme Quotes 

The 
management 
team at 
Stroke 
Foundation 

“Project leads follow up requests promptly and are not pushy. Just the right 
balance of reminding clinicians of their allocated tasks without being 
burdensome.” (Guideline Developer, survey Participant 3) 
 
“By far, the success of these guidelines is due to the strong and committed team 
leading this project (Kelvin, Peta, and NSF team). They are on top of all processes 
and communication around the guideline development and are doing a stellar 
job in coordinating the expert input of extraordinarily busy clinician-
researchers.” (Guideline Developer, survey Participant 9) 

The review 
teams 

“I think what works well is the balancing of medical professional advice with the 
lived experience of consumers as this does not always mirror the medical 
advice.” (Guideline Developer, survey Participant 32) 
 
“Different advice from different perspectives. Real people who’ve experienced 
it.” (Guideline Developer, survey Participant 40) 

The review 
process 

“The allocation of guidelines on an interest level” (Guideline Developer, survey 
Participant 29) 
 
“Having specific areas of interest and providing targeted feedback.” (Guideline 
Developer, survey Participant 53) 

 

In terms of areas for improvement in how people are involved in producing the LSGs, there was a 

wide range of suggestions (see Appendix 5, Table A2) which primarily focused on improvements to 

engagement and communication (e.g., face-to-face/Zoom discussions, greater engagement with rest 

of working group), adaptation of content for consumers (e.g., simpler terminology), and response 

times and timelines for review (e.g., strategies to improve response time for reviewers and longer 

timelines for experts completing the reviews).  

How technology supports production of the Living Stroke Guidelines 

The majority of respondents (71%, n=34) agreed that the technology supporting LSG production 

works well (Table 5). In particular, in answers to open-ended questions the use of email notifications 

and the MAGICapp (a platform that allows authors to write and publish guidelines and evidence 

summaries according to the GRADE methodology and other reporting frameworks3) were both cited 

as examples of how technology has supported the production of the LSGs. Several people also 

reported that the current systems worked well but provided no further detail on this (Appendix 5, 

Table A3). In terms of what could be improved, 40% of responses indicated that, at this stage, there 
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were no aspects in need of improvement. Those that suggested improvements recommended 

changes to communication methods, such as the use of an online workspace or shared document 

rather than email and improving the usability and functionality of MAGICapp. The full range of 

suggestions for improvement can be seen in Appendix 5 (Table A4).  

How processes support production of the Living Stroke Guidelines  

Most respondents (90%, n=43) believed the processes underpinning LSG production “work well” 

(Table 5). The excellent standard of communication from the Stroke Foundation (e.g., consistent, 

clearly written, effective) was consistently reported, but not elaborated on (i.e. further details and 

examples were not provided). The support from the Stroke Foundation, as well as the regular 

updates and reminders, were also seen as aspects that are working well. The full range of responses 

is presented in Appendix 5, Table A5. 

As with previous questions, in terms of improvements, a number of people (n=8, 19%) were happy 

with how the processes currently works and indicated that there was nothing to improve. However, 

33 people (77%) had suggested improvements. Some suggested improvements included: greater 

planning of workload to assist with the predictability of the work, and increased frequency and 

range of communication (e.g., both face-to-face/Zoom and via newsletters). The full range of 

suggestions for improvement can be seen in Appendix 5 (Table A6). 

Impact on workload and experience 

Over half of respondents (n=23, 56%) stated that the LSG process increased their workload, with 

12% stating there was a substantial increase. For those who reported an increase in workload, the 

primary reason for this was there are more frequent reviews (see Appendix 5, Table A7). It is also 

worth noting that three respondents (15%) who provided a reason for increase in workload 

compared to traditional guideline development stated that they had not previously involved in 

stroke guideline development. Only three participants provided a reason for a decrease in workload 

and all related to the more incremental nature of living guidelines (i.e., whilst there are more regular 

updates the volume of work required for each of those is decreased). Just over one-fifth of 

Developers experienced no change in workload (Table 7).  

Table 7: Impact of the Living Stroke Guidelines process on Developer workload compared to 

traditional guideline development 

Impact on workload N % 

Increase 23 56.1 

No change 9 22.0 

TOTAL 41 100 

 

The majority of respondents had a favourable overall experience of the LSGs, with 83% (n=34) rating 

it as ‘Good’ or ‘Excellent’ (Table 8).  
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Table 8: Overall experience of developing Living Stroke Guidelines 

Overall experience N % 

Excellent 12 29.3 

Good 22 53.7 

Fair 4 9.8 

Opportunities to 
improve 

2 4.9 

Very poor 1 2.4 

TOTAL 41 100 

 

Opportunities  

The top suggestions for opportunities to improve the LSG production process related to better 

leveraging of technology with the specific aim of creating a centralised group workspace to help 

streamline the review process. Some of these comments related to “developing a more sophisticated 

platform for reviewing the evidence” (Guideline Developer, survey Participant 20) and “streamlining 

the data editing on the MAGICapp platform” (Guideline Developer, survey Participant 24). Others 

were instead focussed on utilising and/or integrating alternative options, such as combining 

“different components to make a single product” (Guideline Developer, survey Participant 11).  

Other participants suggested improvement opportunities were better dissemination of 

updates/guidelines (Table 9, quote 1), face-to-face (or via Zoom) meeting of reviewers (Table 9, 

quote 2), ongoing funding (Table 9, quote 3) and consumers, particularly the importance of including 

personal experience and increasing consumer involvement (Table 9, quote 4 and 5). The range of 

responses provided is presented in Appendix 5, Table A8. 

Table 9: Other opportunities for improving living stroke guidelines 

Quote 1: “The process is good – disseminating the info/changes/updates could be better” 
(Guideline Developer, survey Participant 47) 

Quote 2: “Initial face-to-face meeting to allow people to put a face to the name” (Guideline 
Developer, survey Participant 4) 

Quote 3: “… continued funding to grow the project and beyond” (Guideline Developer, survey 
Participant 49) 

Quote 4: “Being able to impart personal experiences to help others” (Guideline Developer, survey 
Participant 40) 

Quote 5: “Including more stroke survivors and carers” (Guideline Developer, survey Participant 
33) 

 

Evaluation and dissemination 

A number of opportunities for future evaluation of the LSGs were highlighted by the guideline 

development group members. Their responses covered both guideline development, and use 

(Appendix 5, Table A9). Examples included: the accessibility and useability of the guidelines for both 

consumers and clinicians (e.g., ability to find relevant information, readability, ability to understand 

the content), evaluation of clinical outcomes, and greater inter-disciplinary input (including greater 

utilisation of existing allied health representation).  

In terms of dissemination, considerations raised focused around a few key areas, including: the 

methods of dissemination; the accessibility and useability of the guideline; and the types of 

information disseminated. In terms of the methods of dissemination, participants thought it was 
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important to ensure wide dissemination, including using all social media communication channels 

(e.g., Twitter, Facebook) as well as presentations and notifications through more traditional 

channels, such as conferences and professional bodies. It was also highlighted that it is important to 

provide the information in various formats to enable the information to be used not only by 

clinicians but consumers as well (e.g., plain text versions, lay summaries). Further details are 

provided in Appendix 5, Table A10. 

4.1.2 Guideline Users (Survey 2) 

From a stakeholder email circulation list comprised of 18,240 members, 178 Guideline Users 

consented to participate in the study and went on to complete at least one survey question (1% 

response rate). The average age of participants was 45 years (min: 21, max: 75, median: 47), and the 

average years of professional experience was 19 (min:0, max: 50, median: 18). The average years of 

stroke professional experience was lower at 11 (min: 0, max: 50, median: 10). 

Knowledge and use of guidelines (static and living) 

Of 156 survey respondents, 86% (n=134) were aware of the LSGs with 74% (n=115) having used 

them. From the 115 respondents who had previously used the guidelines, the most common reasons 

given for accessing them were: to inform clinical practice both in general/professional development 

(77%),  for a specific situation/patient (66%), or, to guide clinical practice improvement or 

professional development within their team (67%) (Table 10). Seventy-seven percent (n=103) of 

respondents had used the previous static guidelines before, with an additional 18% (n=24) aware of 

them but not having used them (Table 11).  

Table 10: Reasons for accessing Living Stroke Guidelines (N=115 responses) 

Reason N (%)* 

Informing my clinical practice in general/Professional development 88 (76.5) 

Informing my clinical practice for a specific situation/patient 76 (66.1) 

Guiding clinical practice improvement and/or professional development 
within my team 

77 (67.0) 

Inform a literature review for my research/work 30 (26.1) 

As part of guidelines development team 27 (23.5) 

Inform development of a research question/proposal 17 (14.8) 

Other 8 (7.0) 

  Education 4 (3.5) 

  Quality improvement 2 (1.7) 

  Managing clinical trials 1 (0.9) 

  Reference 1 (0.9) 

  Not stated 1 (0.9) 
* Respondents could select multiple options and therefore percentage does not add up to 100.  

Table 11: Previous use of static guidelines (N=133 responses) 

Previous use of static guidelines N (%) 

Used them regularly 46 (34.6) 

Used them occasionally 57 (42.9) 

Aware of them but did not use them 24 (18.0) 

Not aware of them 6 (4.5) 

TOTAL 133 (100) 
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According to our respondents, the LSGs are used in a broad variety of clinical contexts (Table 12), 

most commonly ‘rehabilitation therapy (allied health)’ (n=65, 49%), ‘acute medical care’ (n=51, 39%), 

and ‘acute rehabilitation (allied health)’ (n=50, 38%). Nearly all respondents report primarily 

accessing the LSGs via a personal computer (PC) or laptop (n=125, 95%), however small numbers 

reported accessing guidelines via mobile phones (n=14, 11%) or tablets (n=6, 5%) as well (Table 13).  

Table 12: Context for Living Stroke Guidelines use (n=132) 

Context N (%)* 

Rehabilitation therapy (allied health) 65 (49.2) 

Acute medical care (including pre-hospital, ED, and other acute care)) 51 (38.6) 

Acute rehabilitation (allied health)) 50 (37.9) 

Acute care nursing 27 (20.5) 

Rehabilitation nursing 15 (11.4) 

Rehabilitation medical care 8 (6.1) 

Other 8 (6.1) 

  Education 3 (2.3) 

  non acute medical care (outpatient clinics) 1 (0.8) 

  To inform policy/advocacy work 1 (0.8) 

  Research 1 (0.8) 

  Community 1 (0.8) 

  Basis clinical practice and work instructions 1 (0.8) 

TOTAL 132 (100) 
* Respondents could select multiple options and therefore percentage does not add up to 100.  

Table 13: How are Living Stroke Guidelines being accessed?  

Access method N (%) 

PC/laptop 125 (95.4) 

Mobile phone  14 (10.7) 

Tablet 6 (4.6) 

Other 5 (3.8) 

  Printed 2 (1.5) 

  Downloadable offline PDF 1 (0.8) 

  Unit based guidelines 1 (0.8) 

  Via workplace 1 (0.8) 

TOTAL  131 (100) 
* Respondents could select multiple options and therefore percentage does not add up to 100.  

Trust in and Access to Living Stroke Guidelines 

Since their introduction, over two thirds (69%) of respondents have greater trust in the LSGs 

compared with the previous static guidelines. The majority of respondents also report increased 

likelihood of accessing (63%), increased frequency of access (58%), and increased likelihood to follow 

recommendations (66%) of the living guidelines (Figure 1).  

Of the 74 people who expressed increased trust in the LSGs (and provided valid answers to why they 

have increased trust), 85% (n=63) stated it is due to regular updating of the living guidelines which 

will ensure that the recommendations are based on current best practice evidence. Other reasons 
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for increased trust included that the LGSs are effective and beneficial, and that they are simplified 

and easier to navigate than traditional guidelines (see Appendix 6, Table A11).  

Similar reasons were reported to underpin stakeholders’ increased likelihood of access and 

frequency of accessing the LSGs, including currency of information (likelihood: n=21, 30%; 

frequency: n=7,  12%), increased number of updates (n=21, 30%; n=38, 63%), and ease of access 

(n=11, 16%, n=3, 5%;) (Appendix 6, Tables A12 and A13). Likewise, for those reporting an increased 

likelihood to follow LSG recommendations, the primary reasons stated related to the inclusion of up-

to-date information, which conveyed an increased confidence in the recommendations and their 

accuracy, and ease of access to guidelines (Appendix 6 Table A14).  

For those who reported a decrease in their trust (n=6, 5%), access (n=4, 4%), or likelihood of 

following LSG recommendations (n=6, 6%), they attributed this to a lack of transparency (including 

potential conflicts of interest of the development group, and being unsure of qualifications of the 

development group), the perception that the LSGs are updated too often to make it practicable for 

recommendations to be translated into practice, and concern around them being too general or 

generic in nature (Appendix 6, Table A15).  

 

Figure 1: Change in trust, likelihood of access, frequency of access, and likelihood to follow the 

guidelines following introduction of the Living Stroke Guidelines, compared to traditional guideline 

development 

Content of Living Stroke Guidelines 

Almost 90% of respondents believe the LSGs address most, if not all, of the important clinical topic 

questions; however, 56% (n=62) indicated that irrelevant questions are also included to some degree 

(Table 14).  

 

 

 

0% 20% 40% 60% 80% 100%

Trust (n=116)

Likelihood of access
(n=116)

Frequency of access
(n=115)

Likelihood to follow
(n=114)

Change in behaviours following LSG introduction

Substantial increase Small increase No change Small decrease Substantial decrease
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Table 14: Stakeholder perceptions on the relevance of clinical topic questions addressed in the 

current Living Stroke Guidelines 

Stakeholder perceptions on the relevance of clinical topic questions N (%) 

All the relevant questions are included 46 (42.2) 

Most of the important questions, and few irrelevant questions are included 50 (45.9) 

Some of the important questions, and some irrelevant questions are included 11 (10.1) 

None of the relevant questions are included 1 (0.9) 

TOTAL 110 (100) 

 

With respect to how the LSG topics could be improved (including areas that are missing and others 

that should be removed), many respondents (51%) were satisfied with what is currently covered by 

the LSGs or had no further suggestions. However, 53 respondents provided suggestions around 

expanding the focus of the LSGs and included particular areas of practice, such as management of 

the hemiplegic shoulder, care occurring around the paramedic/stroke centre interface, and greater 

specificity in aphasia (see Appendix 6, Table A16).  

4.2 Interviews  

All interviews (n=29; 14 Guideline Developers, 15 Guideline Users) were conducted between 

November 2020 and April 2021. The duration of interviews was broadly comparable across the two 

groups; with a mean of 24 minutes for Guideline Developers (median: 24.7 minutes; range: 11.4 – 

40.3) and 35.7 minutes for Guideline Users (median: 39.3; range: 17.5 – 52.5). The Guideline 

Developer group (Group A, n=14) was comprised of Stroke Foundation staff/project team members 

(n=5, 36%) and review panel members (n=9, 64%; 6 stroke survivors/carers, 3 

researchers/academics), with representation from four clinician healthcare professionals (n=3 

speech pathologists, n=1 neurologist), and an even distribution of participants with and without 

prior experience in evidence synthesis and guideline production. The Guideline User group (Group B, 

n=15) was comprised of stakeholders from six Australian states (6 from Qld, 3 NSW, 3 VIC; 1 each 

from SA, TAS, WA), the majority of whom were experienced educators (n=12, 80%), and/or had been 

involved in developing quality improvement programs or evidence-syntheses (n=13, 87%). The self-

reported professional profile of Guidelines Users is presented in Table 15.  

Table 15. Self-reported professional profile of Guideline Users  

Self-reported position titles N (%) 

Stroke Clinical Nurse Consultant  5 (33) 

Stroke Coordinator (hospital, district, state-wide network) 3 (20) 

Medical Staff Specialist / Director (Neurology Department) 2 (13) 

Senior Allied Health Professional (Stroke/Neurology Unit) ^ 2 (13) 

Manager / Clinical Lead (non-stroke specific) * 2 (13) 

Stroke Case Manager  1 (7) 

TOTAL 15 (100%) 
^ n=1 Occupational Therapist, n=1 Speech Pathologist 
* n=1 Manager Strategic Clinical Change (Rural Support Service), n=1 Project Manager/Lead (Clinical Telehealth) 

 

The analysis of interview data resulted in four themes which captured participant experiences within 

and around the ongoing LSG cycle, as well as attending to the lessons that can be learned for living 

guidelines more broadly (Figure 2). Further, factors which form barriers and facilitators to success of 
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the LSGs were identified as they related to guideline development and use (Table 16). The interview 

findings for both participant groups are presented separately according to these inductively-

developed themes, and identified barriers and facilitators.  

 

Figure 2. Thematic mapping 

 

Table 16. Barriers and facilitators to the development and use of Living Stroke Guidelines 

Barriers  Facilitators Barriers  Facilitators 

To development To use 
• High workload 

• Voluntary 
contribution – 
threatens 
sustainability 

• Investment by 
diverse stakeholders 

• Acknowledgement 
of contribution 

• Technical support 
(e-platforms 
streamline process) 
 

• Lack of 
transparency 
around decision-
making 

• Potential bias/lack 
of consensus 
between agencies 

• Lack of local 
context 

• Usability: 
o Limited search 

functionality 
o Difficulty sharing 

sections 

• Email updates  

• Online platform 

• Accessible 
summaries 
(discipline specific) 

• Limited acronyms / 
jargon  

• Ability to drill down 
to further evidence 

• Financial 
investment 

• Demonstrated 
impact 

 

 



22 
 

4.2.1 Guideline Developers (Group A) 

4.2.1.1 Theme 1: Living Stroke Guidelines in principle 

This theme examines how interviewees viewed the concept of living guidelines.  

The concept of living guidelines received overwhelmingly positive appraisal from interviewees. The 

problem of the slow translation of evidence into clinical practice was widely recognised, and the 

living guideline approach was considered a means of minimising its effects. The guidelines were 

considered to provide an authoritative, centralised source of evidence which could be consulted. 

This resource was considered to be the product of expertise, which consisted of a “broad range of 

input” [Developers group; Participant 3] from consumers, clinicians, and researchers among others. 

Interviewees highlighted the way in which the guidelines were designed for multiple users, including 

stroke survivors and their families, in addition to care providers.  

Several participants remarked on the novelty of this project (e.g. “it’s the first living stroke guideline 

in the world”, Developers group; Participant 5) and recognised that much of these processes were 

being pioneered. Related to this, the potential for wide ranging impacts, including benefits for those 

engaging with the living guidelines internationally was highlighted. While an appreciation of the 

possible benefits of this approach was evident among those involved in guideline development, 

some aspects of the concept could be further considered in practical terms, such as: “How continual 

is continual for living guidelines?” [Developers group; Participant 4].  

4.2.1.2 Theme 2: Living Stroke Guidelines in process 

This theme describes the experiences and perceptions of the processes of developing and 

updating guidelines. 

Some of the interviewees brought experience of being involved in the development of the previous 

(static) guidelines as well as with the LSG development process. Developing living guidelines was 

considered to be a learning experience that required reorganisation, investment, and the 

establishment of new processes. Participants described the range of expertise which was involved in 

this process. Participants were very grateful for the dedicated program staff, and viewed their work 

as key. The expertise of clinicians, researchers, and consumers was brought together in the process, 

for example: 

 

“It’s all about lived experience from us. The clinicians haven’t lived with a stroke and we 

have, so that’s our opportunity to input” [Developers group; Participant 6] 

 

Efficiency and the work involved were key issues raised.  The workload involved was reflected upon 

in the interviews by participants, especially with regard to the fact that many of those involved 

contributed on a voluntary basis. There were mixed views among clinicians, consumers, and others 

involved in guideline development about the impact of this process for their workload. Some 

clinicians noted that they considered this to be part of the broader service component within the 

profession. Diversity in the workload for various topics within the guidelines was reported (e.g., high 

volume of literature in rehabilitation). 

 

This experience highlighted the importance of developing new processes to facilitate the project, as 

captured by one interviewee:  
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“…when the rubber hits the road and you have to make really practical decisions about how 

you actually do this/ that, that’s been exceptionally challenging to get the right mix of rigour 

and sustainability and workload across the people who are doing this.” [Developers group; 

Participant 5] 

 

This necessitates the development of strategies to aid feasibility, such as setting criteria and limits to 

“ keep it manageable” [Developers group; Participant 4]. Areas which required enhanced attention 

were also identified, such as documenting decision-making given that these would likely be revisited 

frequently. Mixed views were reported concerning the technology and platforms used (i.e. 

MAGICapp). Some tech-related issues arose with the MAGICapp platform and this was reported as a 

source of frustration. Conversely, the capacity for technology and platforms to benefit the process 

was also recognised where these could be harnessed to facilitate the process, especially with regard 

to reducing the workload.   

Overall, participants tended to rate their experience positively and cited secondary benefits to their 

involvement, such as enhancing their own knowledge. Where interviewees pondered the future, 

there was enthusiasm for ensuring the continuation and embedding of this approach to guidelines, 

however there remained “lots of questions” [Developers Group; Participant 5] concerning the 

sustainability of this process. 

4.2.1.3 Theme 3: Living Stroke Guidelines into practice 

This theme focuses on the translation of the living guidelines into practice. 

Interviewees acknowledged the complexity and challenges associated with implementing the LSGs 

into clinical practice. Several interviewees noted that knowledge translation was an area in which 

there were opportunities to improve. Developers expressed that the LSG approach needed to be 

effectively communicated to users to ensure clarity: 

“… because of the way the guidelines are now set up, some clinicians […] perceive that we 

had a clinical question dropped […]. And so, some of the clinicians weren’t that happy about 

it, but I don’t think they realise that we’re then able […]  to do the next review and put it back 

in.” [Developers Group; Participant 1]. 

This was especially important as there was potential for recommendations to change. In this 

endeavour, clinical leadership was considered vital. Given the dynamic nature of the guidelines, 

interviewees reflected upon ways in which awareness of the guideline and its updates could be 

promoted, including delivering notifications to clinicians and messages about the benefits of 

implementing new recommendations.  

Another strand of this discussion focused on the content of the living guidelines as it related to the 

knowledge translation process. Ensuring the accessibility and readability of the guidelines for the 

range of potential users was important: “more emphasis to making it accessible to people who’ve 

had strokes […], some of the information, maybe even […] two versions of some parts of it.” 

[Developers Group; Participant 2]. Moreover, tailoring to specific user groups, such as summaries for 

different professional groups, formed another suggested strategy.  

An additional consideration was that “trying to get something to measure as an outcome is really 

tricky” [Developers Group; Participant 4], and interviewees noted that there was less understanding 
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of the impact. The absence of this information would mean that it cannot be used to evaluate or 

inform knowledge translation efforts. 

4.2.1.4 Theme 4: Living Stroke Guidelines in practical application 

This theme captures the range of ways that interviewees have applied the guidelines in their 

practice. 

The educational value of the guidelines was widely recognised, where interviewees described 

engaging with the LSGs with colleagues and students in their practice. Further, these were viewed as 

offering a source of information and guidance for stroke survivors:  

“…the secondary benefit is it being accessible to people who’ve had a stroke who just want to get 

more educated in that area on what options are out there and other things they should be 

pushing for themselves and bringing up with clinicians.” [Developers Group; Participant 3] 

However, this theme was not widely or deeply discussed in the Developer Group interviews. 

4.2.1.5 Barriers and facilitators to Living Stoke Guidelines development 

Participants noted the investment required to establish new processes to produce living guidelines. 

To this end, allowance of time by the organisation and within working groups for set up, learning 

and adjustment could be beneficial. Interviewees also spoke positively about the range of expert 

input involved in guideline development, including that of core staff, and of clinical and research 

staff who volunteered their time as well as consumers.  

The importance of supporting “consumer involvement at every level within the guidelines 

production” [Developers Group; Participant 9] and effectively harnessing this expertise was 

frequently cited in the interviews. A key form that consumer contribution took was in reviewing 

distributed content; however, it was suggested that enhancing opportunities for consumers to be 

involved in discussions could convey extra benefits for the relevance of LSG content and 

appropriateness/accessibility of its format (i.e. wording). For example, discussion groups with fellow 

consumers may enhance the feedback. Further, the efforts of core project staff were considered  “a 

crucial element” for success [Developers Group; Participant 1] which included their contributions to 

driving the process and collaborating with the various LSG working groups. 

The workload involved could be a potential barrier for some people to volunteering. Variation in the 

volume of literature, and relatedly, the complexity of decision-making in differing topic areas need 

to be taken into account when assessing workload. As noted, interviewees were often passionate 

about and committed to “making a difference” [Developers Group; Participant 12] and balanced this 

with the effort and energy they devoted. One suggestion was that a certificate could be offered by 

the Stroke Foundation to consumers to aid recognition of the contribution they have made. 

Interviewees also suggested that some further benefits, such as skill development and broadening 

their knowledge base, could offer additional incentives for consumers  to participate.  

Technological support, such as e-platforms, has benefit potential where it can streamline processes 

and reduce workload; however, some participants noted there were technological challenges, which 

in turn, could represent a barrier. In pioneering this approach, interviewees described the need to 

develop new processes, and carefully reflected upon balancing capacity with rigour. 

As noted above, sustainability was a concern and participants suggested that exploring a leaner 

process, and having dedicated staff hours may be beneficial. Further, the creation and adoption of a 

cost-efficient model of LSG development was viewed as an important facilitator: 
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“[…] I would hope that in the longer term we could find a sustainable model that’s less 

expensive or at least no more expensive than doing a wholesale update every 7 years or 

whatever it was.” [Developer Group, Participant 4]   

Additionally, the effects of the COVID-19 pandemic may have hindered aspects of the process.  

4.2.1.6 Barriers and facilitators to the use of Living Stroke Guidelines 

Fostering optimal communication with the clinical end-users about the LSGs was highlighted by 

developers as important, especially where fresh recommendations are made. Engagement with the 

LSGs could be enriched by summarising and tailoring content to audiences, such as providing an 

accompanying video abstract. Ensuring that guidelines are accessible and understandable for stroke 

survivors and their families, not just medical professionals was identified as a facilitator to their use. 

A specific example was ensuring that “there’s not an excessive use of acronyms and terminology”, 

where it is not necessary [Developers Group, Participant 3]. 

Sustainability of the project was a chief concern for some of the LSG developers, who suggested that 

factors such as buy-in from key stakeholders and the investment of sufficient financial resources 

should underpin these activities. Additionally, having mechanisms in place to demonstrate the 

positive impacts at various levels of service delivery to funders and relevant bodies was cited as 

important to sustaining the development and use of living guidelines in the longer term: 

“ So those program-level benefits I think need to be demonstrated. […]  And maybe even just 

measuring time and stressing the importance of being onto the evidence and changing 

practice. […]So [there are impacts] at a policy level with high-level institutions and then right 

through to clinician and consumers.” [Developer Group, Participant 1]. 

4.2.2 Guideline Users (Group B) 

4.2.2.1 Theme 1: Living Stroke Guidelines in principle 

This theme examines how interviewees viewed the concept of living guidelines.  

All participants were very positive about the concept of having continually updated guidelines, which 

reflected up-to-date research and best practice. Again, the issue of the slow translation of evidence 

into practice was widely commented upon, along with the benefit of having a single authoritative, 

centralised source of information.  

“Well look, I think they’re working well. As I said, because you do know when you log on that 

you are getting the most up-to-date information, and you are getting what is the expected 

standard in Australia.” [Guideline User, Participant 12]  

4.2.2.2 Theme 2: Living Stroke Guidelines in process 

This theme describes the experiences and perceptions of the processes of developing and 

updating guidelines. 

While most participants seemed confident in the way the LSG are being produced, some appeared 

to want more information. This suggests that there is potentially a need for more promotion of 

information about the LSG production process and who is involved. Several participants expressed 

concern that perhaps the panel of reviewers could be overly weighted in a certain direction:  

“But possibly… that sense that there is a combined bias in favour of, and the only thing I can 

think of is the lysis issue. And I wonder if that would be a concern that the stroke leads who 

are responsible for the development, and creation, or endorsement of guidelines are maybe 
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quite strong, and weighted with neurologists – neuro-interventionalists, that cohort of 

clinical specialists. And maybe that would be a concern for some…” [Guideline User, 

Participant 10]  

One participant questioned how others could get involved in the LSG review process, and expressed 

an interest in learning more about how the reviews are done. They suggested presenting 

information about the review process and how to get involved at a stroke conference.   

4.2.2.3 Theme 3: Living stroke guidelines into practice 

This theme focuses on the translation of the living guidelines into practice. 

Specific commentary was made on two characteristics of the LSGs; their structure and the ‘evidence 

gap’ document featured. For example, one participant appreciated the clear structuring of the 

evidence within the LSGs: 

“I like the way they have the strong recommendation, weak recommendation; how they’ve 

outlined the consensus statements. So they have put a lot of thought into the way they have 

structured it and you know, there is a good group of experts that are reviewing all the 

literature and you know the evidence that’s changing.” [Guideline User, Participant 1] 

Another participant discussed the ‘evidence gap’ document around weak recommendations, and the 

need to promote that to researchers to help fill those gaps, rather than just repeating research:  

“There is that evidence gap document. Which I think pretty much just lists those kind of weak 

recommendations – you know the things that don’t really have a lot of evidence. But I 

wondered whether that actually could be further refined to … it sort of ‘needs more 

research’. Like transcranial magnetic stimulation needs more research… I think it’s just come 

out of what the literature has been – what literature has been gathered where there’s not 

evidence for that particular thing.  But I’m not sure how much that’s been discussed from a 

discipline perspective in terms of the priorities for research. But that – that could actually be 

a good point of call I think for anyone thinking about doing stroke research, to actually have 

a really comprehensive, up to date list of – of what is needed. So, we’re not all doing things in 

parallel.” [Guideline User, Participant 11]  

On the topic of uptake, some participants also expressed curiosity about how much the guidelines 

were included in and promoted by colleges and universities:  

“I wonder how much health students – like medical nursing, allied health students engage 

with the guidelines at a university level. Whether that’s part of the curriculum. I actually 

don’t know. But I think that’s an opportunity, if, to make sure that anyone who’s managing 

curriculum actually do introduce the Stroke Guidelines as part of their – a part of the 

curriculum.” [Guideline User, Participant 11]  

A key theme to emerge around translation of the guidelines into clinical practice was that more 

resources were needed in this area. While some acknowledged that this was not necessarily the 

responsibility or domain of the Stroke Foundation, others did comment that it would be great to 

have resources included with, or linked to by, the guidelines. The idea of a regular spotlight on an 

implementation project in the newsletter, or even a separate but linked forum where people could 

share their translational projects were raised. While the difficulties and barriers to sharing 

information about translational initiatives were recognised by many, it was clear that this was an 

important gap for end-users in this area:  
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“So, there’s a plethora of stuff out there. And… nobody needs to invent anything else. We just 

need to know where to look for it… And I don’t know, if there was a really fail safe few 

websites that could be referenced with really practical training sessions. And even GMI 

[graded motor imagery] printable guides… I think there’s so – so many issues around 

promoting private resources or services… I have no idea how you would do that as a Stroke 

Foundation, because there’s so many logistically, and medicolegal, and quality control 

bridges to cross. But it would be magic if there was some way of partnering with a few other 

organisations whose role it was to ensure quality in that space.” [Guideline User, Participant 

10]  

“…the guidelines don’t tell you that… step by step what you do to implement an intervention. 

You’ve got to go digging for that. So, yeah, I think there’s a big burden on the clinician and 

the organisation to actually do those steps. And with very little access to funding to achieve 

it. And I almost feel like the, the balance has tipped a little bit. Like, we’ve got more evidence, 

more research available to us but we don’t have as much clever translation processes 

available to us.” [Guideline User, Participant 13]  

“Maybe the emails could also routinely showcase a translation project elsewhere.” 

[Guideline User, Participant 13] 

Buy-in from management, users, and other stakeholders was viewed as important for translation, 

and could potentially be supported by formalised accreditation processes:  

“Yeah, so when I grow up, I’d actually love to see a standardisation of accreditation of the 

stroke unit. I think that that standardisation of care is the one thing that we’re missing. We 

all know what we absolutely have to be doing but there’s no accreditation process 

necessarily around that. Having that formalisation, I think, would make things more uniform 

and enable more best practice to occur. Because if you make it that way then you’ve got buy-

in from management, and it’s all about buy-in from management when they’re trying to 

make a change..” [Guideline User, Participant 11] 

Consideration was also given to how the guidelines fit with existing local protocols and context for 

clinicians. One participant noted that, in some cases, there may not be the capacity to implement 

best practice as advised in the guidelines: 

“For those of us working in regional health, we know the gold standard in acute stroke care is 

a stroke unit with neurologists and stroke nurses and bells and whistles and what have you.  

However, that’s not possible at most regional hospitals.” [Guideline User; Participant 1].  

4.2.2.4 Theme 4: Living Stroke Guidelines practical application 

This theme captures the range of ways that interviewees have applied the guidelines in their 

practice. 

Participants described the range of applications of LSGs in their practice. These raised awareness 

about stroke and its management and served as an educational resource for staff.  

Discussion with interviewees highlighted the ways in which these guidelines informed day-to-day 

care provision, such as embedding the LSG content into local health service compliance 

requirements:  

“We utilise the stroke guidelines to inform what’s going on in our day-to-day operations here 

at [redacted]. We have a compliance notice that actually takes the staff that work within 
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[area health district] need to follow the Stroke Foundation guidelines and there’s a statement 

around the living guidelines and then we also have a statement around the staff adhering to 

the staff care standards from the national quality committee.” [Guideline User, Participant 1] 

Stroke Guidelines were also viewed as useful in regard to quality improvement initiatives to guide, 

record and appraise the provision of evidence-based care, such as audits; and inform locally 

developed governance-level policies and procedures:  

“…we recently, in the last 12 months, completed a booklet which is for initial assessment, of 

the patient. So, the booklet is for the stroke coordinator to document in the physio, the OT 

and the speech therapist. The dietician has a separate sheet and the social worker will 

freehand write, but there is a tick box for them to say, yes, they need to be involved. So that’s 

based on their initial assessments, and we’ve also looked at our audit results and what’s in 

the audit and what we need to make sure that we’re all doing and what the – and the 

therapy teams, the allied health teams, are assessing for…So all that can be documented in 

that initial document. So this year’s audit will be interesting to see how much information 

when we audit, how useful this document is…. So one, our purpose was, one was to be more 

cohesive with our information and have everything at hand and it sits in the bedside folder so 

the nursing staff can use it for handover and things like that as well, and two, to make sure 

that what we are documenting is in line with the Stroke Guidelines.” [Guideline User, 

Participant 14]  

“Yes, yeah – so, we have an, a couple of procedures, one of which is acute stroke admission 

and management, or management and admission procedure. And it actually almost looks 

identical to the guidelines, so I’ve laid it out with the same headings as the guidelines, so just 

to say I have, essentially I write it and then get consultation from the wider multidisciplinary 

team, so it looks like the guidelines, and then we’ve got local information in that procedure 

as well.” [Guideline User, Participant 15]  

4.2.2.5 Barriers and facilitators to Living Stroke Guidelines development 

Guideline Users did not discuss the development of the LSGs in detail. However, one participant did 

mention the fact that only clinical trials influenced the evidence:  

“I don’t really think anything should be done different. Maybe just more – because I 
understand the guidelines can only be based on clinical trials, so I don’t know if there’s ever 
going to be a time where practice will come into it without having to have a big trial to 
change guidelines. Like I said with the blood pressure medication, no trials have been done 
really, but it seems to be what all neurologists suggest; so I don’t know if there’s ever going 
to come a time where standard practice for neurologists would come into the guidelines 
without actually having a five-year research trial.” [Guideline User, Participant 6]  

 

4.2.2.6 Barriers and facilitators to the use of the Living Stroke Guidelines 

There were a number of factors that participants described as facilitators to the use of the LSGs; 

while there were few barriers cited, participants did suggest a number of potential changes or 

improvements to the LSGs.  

4.2.2.7 Facilitators 

Firstly, as a facilitator, several participants mentioned the ease of accessing the LSGs online any time 

and without needing a password. Many participants related that the email updates about the LSGs, 
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both from the Stroke Foundation and other sources, such as colleagues and professional 

organisations, were incredibly useful in helping them to stay up-to-date, and often acted as a 

reminder to check on the latest guideline updates:  

“I think the emailing of the updates is really important, that we get told that that has 

occurred and what’s changed.” [Guideline User, Participant 7]  

However not all participants were aware of the email updates or signed up to receive them”.  

“Do they send out emails? …do they send out an email around the guidelines, and updates?” 
[Guideline User, Participant 2]  

 
Some participants appreciated the ability to, step-by-step, reveal more information about a 

particular topic, and to be linked to the actual research paper if desired:  

“The way they’re set up now, it allows you to drill down to information at a slow reveal 
pace…you can get the key message and then drill into the different tabs. And then eventually 
down to specific…articles…that’s been really helpful.” [Guideline User, Participant 13] 

Discipline-specific summaries were noted by some participants as a valuable resource, but others 

were unaware if they still existed within the LSGs.  

“…I mentioned having those very discipline-specific summaries I think are really… handy, 

because you – at a quick glance you can say, ‘okay well what are we doing? What aren’t we 

doing? What can we do better? How can we do better?’” [Guideline User, Participant 11]  

“…there used to be the – I can’t remember what the name of it was but like, the two or three 

page document for occupational therapy and physiotherapy and speech therapy, that gave 

you kind of critical points…about evidence in relation to your discipline. And I’m not sure if 

they still exist in the living guidelines.” [Guideline User, Participant 13]  

These features of the LSGs, the email updates, summaries, and ability to drill down to further 

evidence and information as desired, were seen as important because of how busy participants were 

in their roles, and how little time they had available to spend reading the guidelines:  

“I mean, the only thing that concerns me is the ability for me, as a practitioner, to continually 
keep up with change… It sometimes comes down to time as well, so in a workday, I can’t sit 
and go through all the guidelines, it’s something I have to do out of work almost.” [Guideline 
User, Participant 14]  

A number of participants expressed a desire to see the development of a guideline app, which could 

be used on smart phones and tablet devices. This was touted as “the way to go for accessibility” 

[Guideline User, Participant 6], as some locations still don’t have that many computers readily 

available on wards. However, one interviewee disliked the idea due to the optics of and perceptions 

around clinicians using personal devices in the workplace:  

“I wonder if there should actually be an app… Rather than a page, because that would then 
reduce the amount of clicks…And if that – so then you’d have a personal device option, as 
opposed to just a laptop or web – web forward-facing option. I think an app-based option 
where you then can have a better search function would also be better.” [Guideline User, 
Participant 12]  
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“So just from a perception point of view, I just worry about what the public think about staff 
being on mobile phones…So that’s why I like to be able to access them through the internet 
on a computer.” [Guideline User, Participant 15]  

4.2.2.8 Barriers 

While most participants found it easy to use the LSGs site, a few struggled with finding what they 

were looking for, especially if they were searching for a specific piece of information; and one 

participant was even unaware of the site’s search functionality:  

“I do find sometimes when I go into the guideline, it’s a bit sometimes hard to find what I 
really want answered” [Guideline User, Participant 14]  
 
“Yeah so some sort of search engine to get me to where I want to get to without having to 
scroll through all the pages. I’m not aware of that. But maybe – maybe it’s there and I 
haven’t seen it.” [Guideline User, Participant 2]  

One participant commented on the number of clicks needed to access the guidelines, and the fact 

that depending on where you entered the guidelines you were sometimes prompted to log-in, even 

though it is not necessary:  

“It might have been fixed because I’ve stopped doing it.[…] Because I remember initially 
when they were promoting it, they were saying, it’s on MAGICapp, MAGICapp, MAGICapp. 
So, I would then search for that instead of going through the InformMe site, which is four 
separate clicks to get where you want to go.. if you Google straight MAGICapp, then it’s 
much more difficult to find. […] Because it gives you the impression that you have to log in to 
access it, and to create an account, which of course, you do not have to do.” [Guideline User, 
Participant 12]  

One participant discussed the ability to send a link to a certain guideline or section:  

“I find myself screen shotting things and sending it to people. Look there might already be a 
function in there to send certain points via an email link to people, I don’t know, but I know if 
I’m on the fly and I’ve got a phone call and people ring up and say I’ve got this question … So, 
anything I ever talk to somebody about then I send them and this is where it is in the 
guidelines. So, if there was a quick share function for that, I’d love that…” [Guideline User, 
Participant 9]  

An important theme for some participants was access to, and knowledge of, the LSGs by stroke 

survivors and their families. Educating this group about the guidelines was seen by one participant as 

key to empowering them in their recovery journey, while another questioned how usable the 

guidelines were to survivors suffering aphasia:  

“And so, if your patients are asking you questions, you can go to the guidelines, you can look 

at the evidence and you share that with your patients. So I think that’s awesome, it certainly 

improves our consumer engagement and empowering, ‘cos whenever I’ve accessed it like 

that I will show the patients where I’ve got that information from and tell them, you can go 

and look at the guidelines…There haven’t been a lot of patients but they’ve really 

appreciated that empowerment. This isn’t secret medical information.” [Guideline User, 

Participant 15]  

“It would be so interesting to ask consumers. Like, patients and carers, ‘what, what do you 

understand about the evidence about how you recover? How do you, how do you find out 
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about what research says?’ I think it, it would probably reveal how poorly we resource people 

to self-manage their lifelong recovery journey…EnableMe does a great job at, particularly, 

you know, just that – the peer support and the validation and access to information but I’m 

not sure if it helps – like, particularly when people are going to be directly managing their 

own NDIS rehab packages and it’s so hard for patients to know how to choose a good 

clinician and to – and I, I personally don’t have confidence in the rigour around the quality of 

ongoing rehab that people get after a stroke through NDIS. [Guideline User, Participant 13]  

“I guess another thing that comes to mind is making things aphasia friendly, or readable for 
people with – with stroke. And I – to be honest I – I mean I know you’ve got – there is the – 
the plain English of EnableMe, to enable people to engage with that platform. But is there an 
aphasia friendly version of the Stroke Guidelines that would be accessible for people with 
aphasia?” [Guideline User, Participant 11]  

A couple of participants discussed the potential for lack of consensus among other health authorities 

and professionals, which is a barrier to uptake:  

“…then the ACI [Agency for Clinical Innovation] Stroke Network of New South Wales, they 

may not necessarily agree with the practice change that’s been updated in the guidelines. So 

[they] have then pushed back not to follow the guidelines for something. An example might 

be the change in the thrombolysis window to nine hours… So, the consensus in NSW was that 

we didn’t adopt that. So that then sort of causes discussion around with the neurologist.” 

[Guideline User, Participant 1]  

Finally, one participant’s anecdotal experience of using the LSGs in clinical audits highlighted the 

importance of clear terminology and definitions; they mentioned that based on information from 

the Stroke Foundation, there is a question around a “carer needs assessment”, but had been unable 

to find any clear definition of what this term means:  

“…it’s a comprehensive document…in the audit, both acute and in rehab, they ask a question 

about ‘carer needs assessment’. Now I cannot find anything in the guidelines, specifically a 

definition of what a ‘carer needs assessment’ is. I have Googled it, I have looked in the 

guidelines, it comes up every year in the audit and no-one can explain it to me… I think that’s 

missing from the guidelines because there are – we’re asking is the carer basically well 

enough and able enough psychologically, emotionally, physically, to look after the person 

coming home, but it’s not sort of written anywhere.” [Guideline User, Participant 14]  
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5. Summary of findings 

Our evaluation invited participants to share their perspectives and experiences of contributing to, or 

being impacted by, production and implementation of the LSGs; supplemented by a quantitative 

assessment of impact on workload and efficiency of evidence identification processes.  

Overall, the concept of the LSGs received highly positive appraisals from both developers and end-

users; in particular, the LSGs were recognised for being novel, a centralised and trusted source of 

current evidence, and a means by which the translation of evidence into practice can be hastened.  

For the developers, many viewed the LSGs as an opportunity to learn and reported personal benefits 

from being able to enhance their own skills and knowledge. From their perspective on the process, 

what worked especially well was receiving effective communication, management and facilitation 

from the Stroke Foundation team (i.e., in the form of consistent and clear information and regular 

updates), being able to capture different stakeholder perspectives through the representation of 

both consumers and experts in the working groups, and having an established process to follow 

which also allowed for working on particular areas of interest. Most LSG developers reported that 

the more frequent evidence reviews increased their workload, and while the use of various 

technological platforms (e.g., MAGICapp) assisted in managing this workload and supporting them 

through the process, there was scope to better leverage and integrate these and other e-tools (e.g., 

shared documents and online workspaces to reduce the number of emails) to streamline the 

identification of new evidence and their reviews.  

Guideline Users told us that they had increased trust in the LSGs over previous static versions, which 

was mainly due to the more regular updating of recommendations (in line with current best practice 

evidence). This  meant that they were more likely to access the LSGs, to use them more frequently, 

and also more likely to follow the LSG recommendations. Overall, users also reported that they were 

satisfied with the content of the LSG and believed that most, if not all, of the important clinical 

questions were covered. Users also found that the simplified format of the LSGs made them easier 

to navigate than traditional guidelines. They especially valued the discipline-specific summaries, 

which made it much quicker to locate the information they needed, and the presentation of each 

recommendation’s provenance, which gave them the ability to link to the actual research paper if 

they so wished. A subset of respondents were unfamiliar with the functionality or uncertain of the 

provenance of the information, and were thus less positive.  

 

  



33 
 

6. Discussion and recommendations 

Our evaluation of the Living Systematic Reviews led by Cochrane Australia, and specifically the 

Stroke Foundation’s Living Stroke Guidelines, revealed a number of inter-related ingredients 

necessary for successful development and implementation of living guidelines, including: 1) active 

leadership, management and support from the governing body; 2) an established but adaptable 

living guidelines process; 3)resourcing and demonstrating impact; 4) leveraging technology; 5) 

engagement of stakeholder groups; and 6) knowledge translation and implementation. In this 

section, we discuss how these factors can act as facilitators and barriers to a successful program, and 

consider how our findings fit with contemporary literature. 

6.1 Active leadership, management, and support from the governing body 

The role of the Stroke Foundation has been central to the success of the LSGs, with developers citing 

the Stroke Foundation’s clear and consistent communication and the provision of regular updates as 

clear facilitators of the LSG initiative. The fact that developers saw their participation in the LSGs as a 

learning experience and part of their broader service to their profession demonstrates that they 

valued, and felt valued in, their work. For example, one participant described follow-up requests 

from Stroke Foundation project leads as being made “promptly and are not pushy”, and adopting a 

respectful and “right balance of reminding clinicians of their allocated tasks without being 

burdensome.” Another participant described the project team as being “strong and committed”, and 

that they were “on top of all processes and communication around the guideline development” and 

“doing a stellar job in coordinating the expert input of extraordinarily busy clinician-researchers”. 

Further exploration of how developers perceive them and how their work is viewed by the governing 

body could be warranted to unveil and tap into key drivers for future recruitment and retention of 

LSG reviewers, especially amidst the workload requirements of the role. 

Some of the interview responses hinted at there being a ‘culture of collegiality’ among the 

development group, whereby they were “learning as a group” because “everybody’s in it at the 

same time”. The merit and power of this group dynamic may have also been alluded to in the survey 

data; while the Stroke Foundation’s communication channels were, on the whole, described as a 

strength, some developers felt there was some scope for improvement in the communication and 

engagement approaches used. Suggested strategies included the adoption of face-to-face and Zoom 

discussions, as well as greater engagement with the rest of working group. Such strategies could 

foster a peer support network and offer opportunities for shared learning among developers within 

a community of practice. In broader health care and educational contexts, similar approaches have 

been advocated to achieve effective and sustainable knowledge management and implementation 

of best practices4, 5.  

Recommendation 1: Ensure continued resourcing of dedicated Stroke Foundation personnel to lead 

and support LSG efforts, and employ strategies to facilitate interaction within and between teams to 

optimise opportunities for shared learning and cultivate a ‘culture of collegiality’. Further 

exploration of developers’ perceptions around their motivators for participation in the LSG initiative 

is also recommended.  

6.2 An established but adaptable living guidelines process 

Having an established process for developing living guidelines is appropriate and necessary to ensure 

consistency and rigour of the final product. This was one of the key factors identified by LSG 

developers to be working well. The importance of guideline consistency and rigour was also 
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highlighted by users who found it useful to have information presented in layers that allowed them 

to gain an understanding of how and why recommendation decisions were made. However, 

developers also acknowledged that there was considerable variation among different topic areas in 

terms of the volume and complexity of literature that required review, and that some parameters 

may need to be adapted to ensure feasibility and sustainability of the overall process. [For example, 

see: Developer Group, Participant 5, p. 27.]  

One interviewee’s suggestion (that the setting of criteria for what evidence will be considered 

worthwhile to include and review in the process) is particularly pertinent for topics where multiple 

and scattered trial reports are identified6, sometimes from studies with small sample sizes. [For 

example, see: Guideline Developer, Participant 4, p. 24.] The burgeoning volume and types of 

evidence that can be considered for living systematic reviews and guidelines (including trial and 

other registries, websites, and other unpublished material) has been acknowledged as presenting a 

significant challenge to the feasibility of conducting sensitive and frequent searches for and 

identification of relevant evidence, especially as they often require manual and bespoke searching7. 

To help manage this, tiered and targeted search frequencies, according to the source type (e.g., 

automated and manual monthly searches of major bibliographic databases, and three monthly 

searches of other sources)7, coupled with crowdsourcing6, could be adopted. A one-size-fits-all 

approach is unlikely to be suited to or sufficiently sensitive for different topic areas where both the 

number and nature of available evidence sources, and their likely impact on the guideline 

recommendations (i.e., whether emerging evidence will change practice), vary substantially. In order 

to scope and set the necessary criteria to rigorously capture and sustainably constrain the 

identification and inclusion of relevant evidence, the living guideline process would benefit from a 

‘living evaluation’, whereby the continuous collection of process (e.g., evidence sources searched, 

frequency of searches, screening methods, personnel time) and outcome data (e.g., evidence yield, 

change in recommendations, personnel perceptions/experiences) for each topic area would inform 

methodological parameters for subsequent updates.    

Recommendation 2: It would be our recommendation to quarantine process and outcome data 

from each topic area to undertake a deeper qualitative and quantitative dive of investment versus 

yield. The aim here would be to identify the main drivers and tipping point triggers for adapting and 

tailoring the LSG process to suit the unique characteristics of each body of literature, and to do so on 

an ongoing basis to keep pace with publication practices.  

6.3 Resourcing and demonstrating impact – the chicken or the egg? 

According to Guideline Developers and Users, the biggest threat to the sustainability of the LSGs was 

workload and capacity. A key part of the LSGs’ success to date has been the passion and 

commitment of working group members, who were often required to temper this with the effort 

and energy they were reasonably able to invest. This led interviewees to suggest additional 

incentives to promote participation in the development process, such as highlighting the benefits to 

participating individuals around skill development and broadening their knowledge base. While 

there was some commentary on rewarding consumers (e.g., issuing a certificate to acknowledge 

their involvement), a similar recognition of volunteer clinicians’ contributions could help bolster the 

sustainability of these efforts. An example of this could be offering lead clinicians the option of 

presenting their living guidelines updates at a dedicated sessional slot during relevant annual 

conferences; if framed as invited presentations, these could tap into valuable professional currency 

for contributors, serving to substantiate their standing among their peers and in their field.  
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To sustain the development and use of living guidelines in the longer term, having mechanisms in 

place to demonstrate the positive impacts at various levels of service delivery to funders and 

relevant bodies was cited as important. One example proffered (that of evaluating change in stroke 

services at a national level and feeding findings to the National Health and Medical Research Council 

(NHMRC)) could form a crude composite measure of the effectiveness of LSG development and 

dissemination. However, adopting targeted outcomes that map to the different stages of guideline 

production (i.e., development, dissemination and implementation) will provide a more granular 

understanding of which aspects of the system are working well, and help to identify others that 

require more attention. An implementation classification system, such as the Interactive System 

Framework8, could help to guide selection of outcomes that assess the various elements of the 

production model, and can be composed of aspects related to the LSG product itself (i.e., process 

measures, acceptability), their delivery (dissemination, implementation, integration strategies), 

synthesis and translation (dissemination), and ongoing support to ensure continued translation 

(dissemination, capacity building, scale-up)9.   

Interestingly, one participant reflected on the circular conundrum of needing to lobby for LSG 

resourcing in the absence of impact data, where “trying to get something to measure as an outcome 

is really tricky”. In order to establish evidence of the effect and hence need for LSGs, we would 

recommend evaluating more specific and formal measures, such as change in practitioners’ 

knowledge for topics where recommendations have changed, and patient or clinical practice 

outcomes (as originally proposed in Table 1, p. 9).  

Recommendation 3:  Apply and adapt existing outcomes, or develop LSG-specific metrics to 

measure the impact of the LSG (e.g., change in practitioners’ knowledge and patient or clinical 

outcomes). 

6.4 Leveraging technology 

According to participants, tech-based techniques and tools were used to good effect to streamline 

the workload and processes for LSG developers, and to enhance the ease with which users could 

access the LSGs. While predominantly described as helpful, a range of improvements were 

suggested by both stakeholder groups to better leverage available technological opportunities – for 

example, developers were interested in incorporating the use of an online workspace or shared 

documents for their reviews rather than email, and exploring ways in which to boost the current 

usability, functionality and integration of MAGICapp with other software. While discrete techniques 

and tools could be adopted to optimise specific processes in the LSG development chain (such as 

prioritising guideline questions for updating10, 11, grading evidence12, 13, and organising source 

references for syntheses and expert review feedback14), benefits will be tempered by universal tech-

based issues around tool efficiency and usability (i.e., monitoring progress and tracking changes, 

reference management, version control15), data sharing functionality, structured data fields (that 

prohibit customisation), availability and cost16. Guideline Developer experiences from the LSG 

initiative can contribute to the growing data collective around the use of technology and tools for 

living systematic reviews and guidelines, and form the foundation for sector discussions around 

necessary improvements to the appropriateness and efficacy of tech-based media, and methods for 

investigating, integrating and implementing their impact15, 16.   

For users, the option of an app was appealing as it would reduce the number of clicks required to 

access desired content, and could provide a better search function [For example quotes from 

Guideline User, Participants 6 and 12, see p. 30]. Participants also suggested better adoption of 

media to summarise and tailor content to different audiences might enhance users’ engagement, for 
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example, through the provision of an accompanying video abstract. Also, for users, the ability to 

electronically share a section of the LSGs with colleagues was viewed as valuable, especially to 

justify/support management advice provided over the phone. Currently, users must (or believe they 

must) rely on screen shots of the page [For example see, Guideline User, Participant 9 pp. 30-31]. 

Recommendation 4:   

In the absence of sector-wide technology reforms, there is merit in trialling additional discrete tools 

to replace or complement existing LSG processes and the use of MAGICapp; their efficacy should be 

evaluated using a range of outcomes, including (but not limited to) the perspectives of Guideline 

Developers and workload data. For Guideline Users, supplying or supporting supplementary media 

(e.g. video abstracts, e-sharing options) should also be explored.  

6.5 Engagement of stakeholder groups 

Both developers and users commented favourably on the collective expertise of clinicians, 

researchers, and consumers being brought together in the process, and how curating this range and 

mix of perspectives enhanced confidence in the final product. Fostering optimal communication with 

the clinical end-users about the LSGs was highlighted by participants as important for dissemination 

and uptake, especially where fresh recommendations are made and can be ‘advertised’ to clinicians, 

health consumers, and policy makers around the benefit of implementing the new practice.  

Engagement with stroke survivors and their families was seen to be critical to ensuring that 

guidelines are accessible and understandable for all end-users, and not just medical professionals 

[For example, see: Guideline Developer, Participant 2, p. 23]. In particular, it was deemed important 

to safeguard against there being “an excessive use of acronyms and terminology” [For example, see: 

Guideline Developer, Participant 3, p. 25].  

Participants in this evaluation also gave careful consideration to how the guidelines might fit with 

existing local protocols and contexts for clinicians. To optimise the implementation and uptake of 

LSG recommendations amidst such constraints, we suggest that early, sustained and meaningful 

engagement with stakeholders during the LSG development process will help to craft 

recommendations that are fit for purpose, within the realm of services’ clinical capacity to adopt, 

and offer strategies for reaching best practice if not immediately possible [For example, see: 

Guideline User, Participant 1 p. 28]. 

Recommendation 5:  

Having produced the LSGs, it is recommended that the Stroke Foundation use focus group 

approaches to further engage with various stakeholder subgroups within the LSG developer and user 

cohorts to explore how the LSGs have met their needs, what gaps remain, the scope and nature of 

the challenges presented by the LSGs, and to collectively brainstorm potential solutions. 

6.6 Knowledge translation and implementation 

Users articulated their need for resources to assist them with implementation in their local settings. 

Due to the numerous logistical, medicolegal and quality control bridges that translation efforts must 

often traverse, it is not clear whether this is within the remit of the Stroke Foundation (alone, or in 

partnership) or a third party whose centralised national organisational reach can permeate multiple 

healthcare contexts and cross conditions (e.g., Australian Commission on Safety and Quality in 

Healthcare, ACSQHC). Strategies suggested by users to assist with local tailoring efforts comprised 

online chat-boards (where people can ask each other for and provide support), and encouraging 
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implementation presentations at conferences so others can learn from the experience of local 

quality improvement activities. One avenue for exploring the effectiveness of these measures could 

be a Partnership Grant between the Stroke Foundation and the Australian Institute of Health 

Innovation (AIHI) at Macquarie University. Based on systematic review evidence (and despite 

methodological limitations in their development; i.e., clinical evidence, rationale, theoretical basis), 

approaches adopting toolkit resources, either alone or as part of a multi-strategy intervention, hold 

some promise for facilitating evidence use in practice and improving outcomes across various 

disease states and healthcare settings17. The effects of knowledge translation strategies in allied 

health are currently mixed. Interpretation of findings is often  hampered by poor reporting18. Future 

research should address these limitations through the adoption of the Workgroup for Intervention 

Development and Evaluation Research (WIDER) Recommendations to Improve the Reporting of the 

Content of Behaviour Change Interventions19.  

Broader areas raised for focus were exploring how LSGs are included in and promoted by 

professional colleges and universities. It was suggested that tying LSG recommendations to 

accreditation processes could drive implementation, and that guidelines based on weak evidence 

could be fed into research sectors to direct future knowledge generation efforts to address current 

gaps. Users considered clinical leadership within local health services and stakeholder buy-in to be 

vital to knowledge translation and implementation. One avenue to foster the championing of the 

LSGs within these settings could be more clearly communicating to clinicians the rationale for and 

nature of updated recommendations, and making recommendations as specific as possible (within 

the available evidence base). These approaches could help to address two of the reasons survey 

respondents cited for their decreased trust in the LSGs (i.e., frequent recommendation updates 

making them impracticable to implement, and the general/generic nature of recommendations; see 

p. 19). As a final point, developers felt that uptake by specific user groups could be facilitated by 

customisation of content, such as ensuring the accessibility and readability of the guidelines for 

stroke survivors and their families (i.e., having two versions of the LSG recommendations) [for 

example, see: Guideline Developer; Participant 2, p. 23] and the creation of profession or discipline-

specific summaries.  

Recommendation 6:  

Knowledge translation and implementation efforts should be embedded within the LSG initiative in 

the form of providing resources (e.g., toolkit-type material that could include specific 

recommendations or suggested strategies for local translation and implementation), and linking 

users in forums to facilitate shared learning on local quality improvement activities (e.g., online chat-

boards and conferences).     

6.7 Our findings are supported by the available literature 

Living guideline methods are embryonic in their development and evolution; however, the Stroke 

Foundation’s LSGs were conducted in accordance with well-established and reputed methods7, 20, 21, 

and mirror international efforts to pilot test the process for a range of topic areas, such as COVID-19, 

diabetes, arthritis, and maternal health22-25.  

The themes generated from the findings of this evaluation are mirrored in related literature around 

the promotion of evidence-informed healthcare policy and management decisions. The literature 

suggests that a systematic review of evidence which includes four key elements: (1) establishing an 

imperative for practice change (i.e., the LSGs), (2) building trust between implementation 

stakeholders, (3) developing a shared vision, and (4) actioning change mechanisms through effective 
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communication strategies and provision of resources to support change26 is necessary for the 

success of research implementation strategies. 

Among the limited available literature around LSG development and use, a key area of investigation 

appears to lie in determining the frequency with which living guidelines and recommendations need 

to be updated. In keeping with our findings around having adaptable processes in place, and the 

need for adequate resources, the current body of living guidance evidence suggests that decisions 

about frequency are likely to vary between topics based on their clinical importance and how rapidly 

their evidence-based is changing27, and must also take into account resourcing implications24. 
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7. Conclusion  

Our evaluation invited participants to share their perspectives and experiences of contributing to, or 

being impacted by, production and implementation of the LSGs; supplemented by a quantitative 

assessment of impact on workload and efficiency of evidence identification processes.  

Overall, the concept of the LSGs received highly positive appraisals from both developers and end-

users; in particular, the LSGs were recognised for being novel, a centralised and trusted source of 

current evidence, and a means by which the translation of evidence into practice can be hastened.  

For the developers, many viewed the LSGs as an opportunity to learn and reported personal benefits 

from being able to enhance their own skills and knowledge. From their perspective on the process, 

what worked especially well was receiving effective communication, management and facilitation 

from the Stroke Foundation team (i.e., in the form of consistent and clear information and regular 

updates), being able to capture different stakeholder perspectives through the representation of 

both consumers and experts in the working groups, and having an established process to follow, 

which also allowed for working on particular areas of interest. Most LSG developers reported that 

the more frequent evidence reviews increased their workload. While the use of various 

technological platforms (e.g., MAGICapp) assisted in managing this workload and supporting them 

through the process, there was scope to better leverage and integrate these and other e-tools (e.g., 

shared documents and online workspaces to reduce the number of emails) to streamline the 

identification of new evidence and their reviews.  

Guideline Users told us that they had increased trust in the LSGs over previous static versions. This 

was mainly due to the more regular updating of recommendations (in line with current best practice 

evidence). Increased trust also meant that they were more likely to access the LSGs, to use them 

more frequently, and also more likely to follow the LSG recommendations. Overall, users also 

reported that they were satisfied with the content of the LSG and believed that most, if not all, of 

the important clinical questions were covered. Users also found that the simplified format of the 

LSGs made them easier to navigate than traditional guidelines. They especially valued the discipline-

specific summaries, which made it much quicker to locate the information they needed, and the 

presentation of each recommendation’s provenance, which gave them the ability to link to the 

actual research paper if they so wished. A subset of respondents were unfamiliar with the 

functionality or uncertain of the provenance of the information, and were thus less positive.  

The findings of this evaluation revealed a number of interacting components that are necessary for a 

successful LSG development and implementation program. These include an active leadership, 

management and support from the governing body, an established but adaptable living guidelines 

process, resourcing and outcomes, leveraging technology, engagement of stakeholder groups, and 

knowledge translation and implementation strategies. These concepts align well with the 

contemporary but limited literature on emerging living guidelines methods and key aspects of their 

evaluation.  
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Appendix 1. Survey tool 1 – Guideline Developers  

1. Having read the information above, are you willing to participate? 

• Yes (1) 

• No (2) – exit if No 

 

Background 

2. What is your role in producing living guidelines? (select as many as apply) 

• Guideline Content Development Group (1) 

• Consumer expert panel (2) 

• Guideline Advisory Committee (3) 

• Project Team (4) 

• Other (5) 

 

3. How many years have you been involved with guideline production? 

 

4. What is/are your main area/s of interest in the living guidelines process? 

 

What works well 

5. We are interested in your experience of what works well, what could be improved and what 

we should do differently in producing the Stroke living guidelines. We are particularly 

interested how people, process and technology work separately and interact. Please select a 

response to reflect whether and how strongly you agree/disagree with the following 

statements: 

What works well? Strongly 
agree 

Agree Neutral Disagree Strongly 
disagree 

The way different groups are 
involved works well  

     

The technology supporting the 
production process works well  

     

The processes (workflows, 
communication, etc) 
underpinning living guideline 
production work well 

     

 

6. Thinking about how people are involved in producing the Living Stroke Guidelines… 

a. What works well?  

b. What could be improved?  

 

7. Thinking about how technology supports production of the Living Stroke Guidelines… 

a. What works well?  

b. What could be improved?  
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8. Thinking about how processes (workflows, communication, etc.) support production of the 

Living Stroke Guidelines… 

a. What works well?  

b. What could be improved?  

 

9. How has the living guideline process impacted on your workload compared to traditional 

guideline development?  

• Substantial increase 

• Small increase 

• No change 

• Small decrease 

• Substantial decrease 

• Unsure 

 

10. Please comment. If increased or decreased, why has this change occurred?  

 

11. How would you rate your living guideline development experience?  

(e.g. your overall enjoyment of the process, depth of discussions and decision-making, ease 

of reaching consensus, etc.) 

• Excellent 

• Good 

• Fair 

• Poor 

• Very poor 

• Opportunities to improve 

 

12. What do you see as the biggest opportunities to improve the current living guideline 

production process? 

 

13. What else should we consider when evaluating the living guidelines production process? 

 

14. What else should we consider when disseminating living guidelines?  

 

15. Can we contact you to find out more about your experiences in living guideline production? 

• Yes 

• No 
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16. Answer if ‘Yes’ is selected as a response to Q15. “Can we contact you to find out more about 

your experiences in living guideline production?”  

“Thank you” [free-text response fields below] 

• Name: 

• Email: 

• Other contact information: 

 

Thank you very much for your time and expertise - we really appreciate it.  

Please feel free to contact us if you would like to share any further information. [insert contact info] 
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Appendix 2. Survey 2 tool – Guideline Users  

1. Q1. Having read the Participant Information above, are you willing to participate?  

• Yes  

• No – exit 

 

2. Participant demographics: 

• Age: 

• Years of professional experience:  

• Years of stroke specific experience: 

 

3. Background 

4. Are you aware of the Stroke Living Guidelines? (select as many as apply) 

• Yes 

• Aware of them but have not used them (go to Q6) 

• Not aware of them – exit 

• Other - describe 

 

5. What are your reasons for accessing the Stroke Living Guidelines? (select as many as apply) 

• Informing my clinical practice for a specific situation/patient  

• Informing my clinical practice in general/Professional development  

• Guiding clinical practice improvement and/or professional development within my team 

• As part of Guidelines development team 

• Inform a literature review for my research/work  

• Inform development of a research question/proposal 

• Inform development of a research question/ proposal 

• Other - describe 

 

6. Have you used previous (static) versions of the Stroke guidelines? 

• Used them regularly  

• Used them occasionally  

• Aware of them but did not use them 

• Not aware of them  

• Other - describe 

 

7. In what clinical contexts do you use Stroke guidelines? 

• Acute medical care (including pre-hospital, ED, and other acute care) 

• Acute care nursing  

• Acute rehabilitation (allied health) 

• Rehabilitation medical care 

• Rehabilitation nursing 

• Rehabilitation therapy (allied health) 
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• Other - describe 

 

8. How do you usually access the Stroke guidelines?  

• PC/Laptop  

• Tablet  

• Mobile Phone  

• Other - describe 

 

Using the guidelines 

Stroke guidelines have recently moved to ‘living’ mode. Living guidelines are guidelines that are 

continually updated as new evidence become available. In the past the stroke guidelines were 

updated in 2007, 2010 and 2017.  

 

9. How has the introduction of the living guideline process impacted on your trust in the guidelines 

compared to traditional guideline development? 

•  Substantial increase 

• Small increase 

• No change 

• Small decrease 

• Substantial decrease 

a. Why?  

 

10. How has the living guideline process impacted on how likely you are to access the guidelines 

compared to traditional (static) guidelines?  

• Substantial increase 

• Small increase 

• No change 

• Small decrease 

• Substantial decrease 

a. Why?  

 

11. How has the living guideline process impacted on the frequency with which you will access the 

guidelines compared to traditional (static) guidelines?  

• Substantial increase 

• Small increase 

• No change 

• Small decrease 

• Substantial decrease 

a. Why?  
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12. How has the living guideline process impacted on how likely you are to follow the guideline 

recommendations compared to traditional (static) guidelines?  

• Substantial increase 

• Small increase 

• No change 

• Small decrease 

• Substantial decrease 

a. Why?  

 

13. Do the current Stroke living guidelines address relevant clinical topics?  

• Yes, all the relevant questions are included 

• Yes, most of the important questions, and few irrelevant questions are included 

• Mixed, some of the important questions, and some irrelevant questions are included 

• No, few of the important questions, and mostly irrelevant questions are included 

• No, none of the relevant questions are included 

 

14. How could the topics covered by the guidelines be improved? What areas are missing? Which 

should be removed? [free text response field] 

 

Thank you for participating [end survey] 
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Appendix 3. Interview schedule 1 – Guideline Developers 

Thank you for agreeing to talk with us – we really appreciate your time and insights.  

This research explores the benefits, challenges and opportunities of producing living, continually 

updated, guidelines. This information will be used to improve approaches to producing living 

guidelines for further piloting and scale-up. 

I’d like to start by understanding a little about your background: 

1. Can you tell me about your experience with evidence synthesis and guideline production? 

(If not provided, prompt for duration of experience, types of roles, etc)  

2. What experience with guideline production did you have before your involvement in living 

stroke guidelines?  

(Prompt for context of conduct of described review models including funding, setting, 

NHMRC endorsement, etc) 

 

We are particularly interested in your experience of contributing to the Stroke living guidelines work:  

3. What has been your role in this process?  

(If not provided, prompt for start date, duration of involvement, types of tasks, etc) 

 

Producing living guidelines 

4. How well do you think the team is currently doing in producing living guidelines? [Prompt: 

Consider using a 1-10 scale]  

5. In your experience, what has worked well in producing the stroke living guidelines? [Prompt: 

Why?] 

6. What was most helpful in transitioning to/updating living guidelines? 

7. What parts of the process could be improved? [Prompt: Why? How?] 

8. As the work continues, what do you think should be done differently? [Prompt: How?] 

9. What have been the biggest challenges so far? [Prompt: Internal? External?] 

10. What have been the biggest benefits so far?  

11. What impact has the living guideline approach had on your role? [Prompt: Types of work? 

Workload? Changes over time?] 

12. How would you describe the quality of your experience?  [Prompt: Consider using a 1-10 

scale] 

We are looking to find opportunities to improve how living guidelines are produced and translated 

into practice. 

13. What are the biggest opportunities to improve living guidelines? [Prompt: Production 

processes? Dissemination? Uptake in practice? End-user experience? What strategies were 

used/how was this done? How could it be improved?] 
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14. What else should we consider when exploring the concept of and/or evaluating living 

guidelines? 

15. Do you have suggestions of others we should speak to about living guidelines? 

 

Close & thanks.  
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Appendix 4. Interview schedule 2 – Guideline Users.  

 

1. I’d like to start by understanding a little about your background 

a. Can you please describe your clinical role? 

b. Have you had any experience with evidence-based practice, evidence synthesis or 

guideline production? 

(If not provided, prompt for duration of experience, types of roles, etc)  

c. Have you led or participated in QI activities that refer to stroke guidelines? 

d. How do you use guidelines in your work?  

2. We are interested in your reflections on the idea of living guidelines, which are continually 

updated to reflect new evidence:  

a. What has been your understanding of the term “living guidelines”?  

b. What appeals to you about the idea of living guidelines? 

c. What concerns you about the idea of living guidelines? 

d. Do you prefer living guidelines, or periodically updated static guidelines?  

[Prompt: Why?] 

 

3. I am going to ask you a few questions, first about your experience and reflections on the Stroke 

guidelines in general, and then focusing on how they are shared and translated into practice.  

a. Thinking about the Stroke living guidelines in general:  

i. How did you learn about the guidelines? [exit point if they haven’t heard about 

them] 

ii. How have you used the guidelines? [exit point if they haven’t used them] 

iii. What do you like about the living Stroke guidelines? 

iv. What could be improved?  

[Consider a range of possible prompts here to identify different parts of the 

process where things can go wrong? Ensuring a broad range of experts 

(including consumers) are involved and being transparent about possible 

conflicts of interest; Finding and summarising latest evidence; Getting wider 

views of guideline changes during public consultation; Improved ways of 

communicating changes; Improved presentation of information on website 

including making it easier to access the information]  

v. As the work continues, what do you think should be done differently?  

vi. What do you think are the biggest opportunities to improve production and/or 

usability of living guidelines? 

 

b. Thinking about how the Stroke living guidelines are shared and translated into practice 

in particular:  

i. What is working well in how the living guidelines are shared and translated into 

practice? [Prompts: How can we promote use of the Living Guideline by clinicians 

to guide their everyday practice? How can we promote use of the Living 

Guideline by researchers?] 
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ii. What could be improved?  

iii. What have been the biggest benefits so far in using the living guidelines?  

iv. What have been the biggest challenges so far in using the living guidelines?  

v. How does the living approach effect the credibility/acceptability of the Stroke 

guidelines?  

vi. What are the biggest opportunities to improve communication and 

implementation of living guidelines? 

 

4. We are looking for opportunities to improve how living guidelines are produced and shared. 

a. What else should we consider when exploring the concept of living guidelines during this 

evaluation? 

b. Do you have suggestions of others we should speak to about living guidelines? 

 

Close & thanks. 
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Appendix 5: Survey results Guideline Development Group 

Table A1: What works well with how people are involved in producing the living stroke guidelines 

(N=43*) 

Summarised Response Theme Count 

Coordination/Management Team 

Communication 12 

Coordination 2 

Excellent collaboration 1 

Diligent and effective 1 

Understanding and happy to help 1 

Follow up required actions well 1 

Record keeping 1 

Support 1 

Working Group Teams 
 

Different perspectives 6 

Consumer involvement 4 

Expert / Clinician involvement 4 

Ability to choose specific areas of 
interest 

4 

Ability to share freely 2 

Collaboration 1 

Well chosen working group teams 1 

Review Process 
 

Structure of review process 2 

Clear instructions 1 

Data filtering 1 

Pre-work done by Stroke Foundation 1 

Sharing of workload 1 

Streamlined process 1 

Other 
 

Everything 1 

Opportunities to reflect on current 
practice 

1 

*Count of responses adds to greater than 43 as multiple themes pulled from one answer in some 

cases.  

 

Table A2. What could be improved with how people are involved in producing the living stroke 

guidelines? (N=45*) 

Summarised theme of response Count 

Engagement and Communication 
 

Greater engagement / discussion with rest of working group / team 3 

Face to face / Zoom discussion 3 

Greater levels of consumer engagement  2 

Easier methods of data collection/ response than current excel 2 
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Communication 1 

Communication to external stakeholders early in change process 1 

Clinician engagement difficult to maintain 1 

Difficult to engage via email 1 

Adaptation for consumers (those living with stroke) rather than professionals 
 

Simpler terminology 2 

Adapt methods of communication to those living with stroke (not just clinical 
professionals) 

1 

Simplified tasks/requests 1 

Simplified updates 1 

Response Times/ Timeframes for review 
 

Slow response times and Strategies to improve response times from working group 
members 

4 

Longer timelines for review 2 

Limited capacity of volunteers amongst other workload 1 

Advance timetables (allow for greater planning of workload) 1 

Funding (rather than volunteering time) 1 

Other 
 

Qualified consumers within professional capacity 2 

Having clinician feedback 1 

Improved relationship with Stroke Foundation 1 

Less bias in certain working groups (sub-speciality input etc) 1 

Transparency on selection and inclusion criteria  1 

Updates of living guideline process between reviews 1 

Nothing 9 

N/A 2 

*Number of responses adds to greater than 45 as multiple themes were mentioned in one response 

in some cases.  

Table A3: How technology supports production of the living stroke guidelines and what works 

well? (N=43*) 

Response summary Count 

Correspondence via email 4 

MAGICapp good platform (easy to navigate) 4 

Current systems work well 4 

Correspondence via Zoom 3 

Ease of use 3 

Easy access to articles 3 

Process of getting info re what needs reviewing  3 

User of familiar platforms i.e. word and excel 3 

Everything 2 

Layout of evidence for review simple and easy 2 

Pre-evaluated evidence 2 

User friendly technology 2 

Ability to track and record info 1 



54 
 

Accessible 1 

All easily presented and adjustable 1 

Evidence identification process 1 

Formatting of amendments 1 

Forwarding of updates for comments 1 

Online platform works well 1 

Tech does its job 1 

Tracking of changes within documents 1 

N/A 4 

*Number of responses adds to greater than 43 as multiple themes were mentioned in one response 

in some cases.  

Table A4: How technology supports production of the living stroke guidelines and what could be 

improved? (N=43) 

Response summary Count 

Nothing 17 

Access via shared doc / platform rather than email 3 

MAGICapp needs to be easier to use / less clunky 3 

Face to face meetings 2 

Use of excel 2 

Automation in vetting of articles 1 

Differing format for guidelines 1 

Excel difficult to manage 1 

Layman’s explanation of medical terms 1 

More streamlined approach to systematic review 1 

More user friendly 1 

Rudimentary at best 1 

Simplified technology 1 

Streamlined technological process for capturing new 
research 

1 

N/A 7 

 

Table A5: How processes support production of the living stroke guidelines and what is working 

well (N=40*) 

Response Summary Count 

Coordination/ Management Team 
 

Communication  17 

Supportive 3 

Friendly 1 

Helpful 1 

Amazing 1 

Responsive to questions 1 

Tracking and coordination of project team 1 

Leadership and Management 1 
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Additional assistance provided for stroke survivors 1 

Working group teams 
 

Communication between working group members 1 

Engagement of consumers 1 

Process 
 

Regular Updates 4 

Reminders to complete work 2 

Literature review process 1 

Ability to nominate specific areas of interest 1 

Time for reviews 1 

Can complete work when there is time 1 

Detailed instructions 1 

Discussion via email 1 

Use of Excel 1 

Well-coordinated processes  1 

Other 
 

Everything 1 

Project Start Up 1 

Understanding context for requests 1 

*Number of responses adds to greater than 40 as multiple themes were mentioned in one response 

in some cases.  

Table A6: How processes support production of the living stroke guidelines and what could be 

improved (N=43*) 

Response Summary Count 

Engagement and Coordination 
 

Planning of workload - more predictability in when feedback is 
required 

4 

Face to face / Zoom discussion 3 

Shared platform - all communication in one place 2 

Improved and simplified communications 2 

More information on broader project i.e. Roadmap for 
broader direction, newsletter for updates 

2 

Relationship with foundation 1 

Involvement of consumers in workshops more widely 1 

More updates (especially if delay in information) 1 

Working group teams 
 

Individual performance/timeliness 2 

Better blend of specialities 1 

Individual reminders on deadlines 1 

Timeframes busy if on more than one group 1 

Other 
 

Funding support 1 

MAGICapp confusing 1 

More consistent processes between working groups 1 

Natural 'tightening' of processes over time 1 
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Simplified processes supported by innovative technologies 1 

All over the place 1 

Nothing 8 

N/A 2 

*Number of responses may total to greater than 43 as multiple themes were in some cases 

mentioned within the one response 

Table A7: Why has there been an increase in your workload associated with living guidelines in 

comparison to static guidelines?  

Response summary Count 

Updates done more regularly 7 

Not been involved before 3 

Unfamiliar with process 3 

Greater workload 3 

Addition to workload but not in comparison for 
traditional guideline development 

2 

Participant has greater involvement 2 

 

Table A8: What do you see as the biggest opportunities to improve the current living stroke 

guideline production process? 

Response summary Count 

Technology  
 

Centralised workspace 3 

Streamlined review process (technology) 3 

Greater capability / streamlining of MAGICAapp 2 

More sophisticated platform for evidence reviews 1 

Working groups 
 

Face to Face / Zoom discussions 3 

Increasing consumer representation 2 

Greater collaboration of working group teams 1 

Greater involvement 1 

Impart personal experiences 1 

Inclusion of health professionals who are also consumers 1 

Mentoring of young clinicians 1 

Process 
 

Greater communication 1 

Quicker evidence analysis 1 

Sending papers in advance of guideline 1 

Clearer guidelines for common issues 1 

Improved 'on-boarding' 1 

Updating evidence search processes for areas with little evidence 1 

Dissemination 
 

Updates to hospitals/ health facilities/ clinicians 2 
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Improved dissemination of information 1 

Other 
 

Funding (dedicated team, reviewers in paid roles) 3 

Increase expertise to expand past stroke  1 

Wider focus 1 

 

Table A9: What else should we consider when evaluating the living stroke guidelines production 

process? 

Response Summary Count 

Guideline process  

Process  

Barriers to contribution 1 

Coordination and support from Stroke Foundation 1 

Data security 1 

Feedback from clinicians 1 

Formal information for reviewers to provide to employers about role 1 

Efficiency 1 

Weighting of evidence (old/missing being weighted as strongly as new/current evidence) 1 

Greater weight to consumer experience rather than just RCTs 1 

Participation from consumers 1 

Inter-disciplinary input into recommendations including greater utilisation of existing 
allied health representation 

1 

The project  

Were project outcomes met 1 

Documentation of issues in guideline process 1 

Opportunities  

Potential new options for improvement 1 

Opportunities for partnerships with similar groups 1 

Other opportunities for consumer involvement 1 

In Practice  

Clinicians  

Ability of clinicians to find evidence they are seeking 1 

How useful is each section for clinicians 1 

Interaction with and access to guidelines 1 

Readability of guidelines 1 

Time and value to clinicians 1 

Consumers - Use of Guidelines  

Ability of consumers to understand guidelines 1 

How useful is each section for consumers 1 

Consumers - Outcomes  

Did stroke patients benefit from receiving evidence-based care sooner 1 

Evaluation of clinical outcomes 1 

Cost vs outcomes  1 

System  
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Did this process make a difference to the time taken to change clinical practice 1 

How well data monitoring systems are adapted to capture updated recommendations 1 

Time taken for evidence to be taken into practice 1 

Other  

Plain English approach 1 

Aphasia and stroke 1 

 

Table A10: What else should we consider when disseminating living stroke guidelines? 

Response summary Count 

Methods of dissemination 
 

Disseminate as wide as possible (both in health and the community) 3 

Social media platforms 2 

Virtual conferences and presentations 2 

Links to professional bodies 2 

Updates direct to hospitals/ facilities 1 

Updates direct to clinicians 1 

Key clinicians to disseminate changes 1 

Centralised website 1 

Accessibility and Useability 
 

Easy to access for all (consumers, family, researchers, as well as health 
professionals) 

4 

Easy to understand to all (various formats for target audiences) 3 

Language translations 2 

Searchable platforms 2 

Type of information 
 

Dissemination of clinical highlight summaries 1 

Highlighting changes to improve translation into practice 1 

Providing information about evidence base required to change guideline 1 

Public summaries  1 

Other 
 

Feedback on how current guidelines are perceived and presented 1 
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Appendix 6: Survey results – Guideline Users 

Table A11: Reasons for increase trust in living guidelines compared to static guidelines (Total 

Respondents =74) 

Response summary Count (%) 

Updated regularly/ utilising newest evidence base 63 (85.1) 

Effective and beneficial 3 (4.1) 

Simplified/ easier to navigate 2 (2.7) 

Best evidence 1 (1.4) 

Confidence in review panel 1 (1.4) 

Eminent source 1 (1.4) 

More information 1 (1.4) 

References provided 1 (1.4) 

Reliable 1 (1.4) 

 

Table A12: Reasons for increased likelihood of access to living guidelines compared to traditional 

(static) guidelines (Total Respondents=69) 

Response summary Count (%) 

Know guideline contains current evidence 21 (30.4) 

To review regular updates 21 (30.4) 

Ease of access 11 (15.9) 

Ease of use 8 (11.6) 

Increased confidence/ reliability/trust  7 (10.1) 

Frequently access guidelines anyway 4 (5.8) 

More likely to access online compared to static guidelines (which 
would print and file) 

1 (1.4) 

Used in day to day work  1 (1.4) 

Economically profit 1 (1.4) 

 

Table A13: Reasons for increased frequency of access to living guidelines compared to traditional 

(static) guidelines (Total Respondents=60) 

Response Summary Count (%) 

To review regular updates 38 (63.3) 

Know guideline contains current evidence 7 (11.7) 

Access as required 4 (6.7) 

Ease of access 3 (5.0) 

Frequently access guideline anyway 2 (3.3) 

Better for smaller hospitals 1 (1.7) 

Increase in stroke survivors in my work 1 (1.7) 

Increased trust in guidelines 1 (1.7) 

New to Stroke work 1 (1.7) 
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Use a teaching tool 1 (1.7) 

Used daily in work 1 (1.7) 

 

Table A14: Reasons for increased likelihood to follow the guideline recommendations compared to 

traditional (static) guidelines (Total Respondents =67) 

Response Summary Count (%) 

Current evidence 38 (56.7) 

Ease of access 6 (9.0) 

Increased confidence in guidelines 6 (9.0) 

Increased trust in guidelines 6 (9.0) 

Relevant evidence (i.e. Australian) 3 (4.5) 

Aware of guidelines / updates 2 (3.0) 

Use in course of work 2 (3.0) 

Already working within guideline 
recommendations 

1 (1.5) 

Expectation to follow guidelines 1 (1.5) 

Guided by ACI NSW Stroke Network 1 (1.5) 

Increased frequency of local stroke protocol 1 (1.5) 

Ease of use 1 (1.5) 

Strong methodology 1 (1.5) 

Increased access so guideline in forefront of mind 1 (1.5) 

To manage expectations of carers and family 
members re stroke recovery 

1 (1.5) 

Beneficial to follow 1 (1.5) 

*Count of responses may add to greater than this as multiple themes were mentioned in one 

response in some cases 

 

Table A15: Reasons for decreased trust in living guidelines compared to static guidelines (Total 

Respondents=6*) 

Response summary Count  

Perceptions of conflict of interest 2 (33.3) 

Lack of transparency  2 (33.3) 

Updates too frequent causing confusion 1 (16.7) 

Reactive, translation of evidence not possible when guidelines 
changing so often 

1 (16.7) 

Large areas of stroke care not dealt with or out of date 1 (16.7) 

*Count of responses may add to greater than this as multiple themes were mentioned in one 

response in some cases 



61 
 

Table A16: How could the topics covered by the guidelines be improved? What areas are missing? 

Which should be removed? 

Responses 

Prognosis re: recovery of function may be helpful  

Better hyperlinks to Allied Health sections and suggestions for updates and improvements. 

Cognitive-communication disorder post right hemisphere stroke and ways to support social 
participation needs elaboration. 

expand the participation and measurement of rehabilitation outcomes sections 

Dietary guidelines for secondary stroke prevention are generic and not specific to the population 
and their needs. 

Driving restrictions and the actual process and how to report  

Easy, swift travel between sections has been traded for this indifferent, slower albeit marginally-
improved-index method 

Evidence based prognostication tools 

Examples of what are the best practice cognitive screens recommended in acute care 

A greater focus on management of chronic stroke rehab is needed with specific recommendations 
for management of cognitive impairments, recommendations for return to work and driving. Not 
just that everyone should be assessed for these areas. 

Greater specificity regarding time frames and intervention type for aphasia would be appreciated. 

see some more detail on certain "grey area" topics - dissections etc  

 the section pertaining to adherence to pharmacotherapy (Chapter 4: Secondary prevention) 
appears to be silent on the pharmacy services that are available to assist with adherence. In fact, 
this section, presents an opportunity to build upon various issues. 

It would be good to understand if the contents align with what consumers want. 

As a physiotherapist I am more interested in exercise and functional activity and the impact on 
stroke survivor’s independence and quality of life. This topic might not be of any interest to the 
health professional seeing the stroke patient in the acute stages 

Guidelines gradually becoming less specific. In terms of upper limb rehab more detail is needed 
about scapula control/strengthening, the use of passive ranging to maintain joint range, massage 
to manage oedema and retrain sensation.  

 community led therapy i.e. engagement forums, support groups, group therapy that is run for 
patients by patients  

pressure care, continence and falls guidelines should be included as these factors affect many 
stroke patients. 

family meetings for stroke patients  

more detailed information on sensory retraining and vision retraining (there is a possibility that 
this info simply doesn't exist yet) 

Ideas for how to implement recommendations would be handy 

Importance and inclusion of other AHP, ie. Exercise Physiologists  and how best to implement 
multidisciplinary care 

emerging technologies like left atrial appendage occlusion may warrant addition 

Include on monitoring tools (neurological deterioration in acute setting, mood, function etc.) to 
use 

Insufficient focus on health systems question, especially those relevant to consumers and relevant 
health policy research 

It's not easy to print a single recommendation.  

Not enough specific topics relevant to allied health rehabilitation 
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Many of the recommendations for ED care are focused on medical interventions when emergency 
nurses provide more direct care for patients with stroke. The ED section of the guideline could 
reflect a more interprofessional approach to emergency care  

Mental health complications still seem to be under-researched thus recommendations aren't very 
useful.  

Goal setting and function missing. When to start when to stop and how therapy should be 
adapted over the continuum of recovery  

Tracheostomy, breathing difficulty post stroke is missing.  

More focus on rehab of swallowing post-stroke 

More nursing specific cares such as continence management in stroke 

More on outpatient therapy. 

More pictures and more information 

More specificity in the aphasia section.  

Need inclusion of Accredited Exercise Physiology and biomedical engineers  

Patients with dementia or undiagnosed cog impairment is on the rise .Guidelines should 
specifically answer the question on stroke recovery in patients with pre-existing cognitive 
impairment which is missing in this current guideline.  

There should be specific guidelines on effectiveness of traditional therapies such as bobath  

Questions regarding specific impairments and the best intervention from a therapy perspective 
would be useful 

Regarding the paramedic/stroke centre interface: Include a clear statement regarding the 
importance of team work and communication in reducing time to diagnosis and treatment upon 
arrival at the ED. Include a clear statement in regards to what preparation/support staff and 
monitoring is required in the ED and CT room to support the 'dynamic' unwell patient . 

Rehabilitation of the hemiplegic shoulder 

Requires more information on the acute/subacute rehab of haemorrhagic stroke. AVERT study has 
impacted changes in infarct mx and clinician need guidance on how much is too much for the 
acute Haemorrhagic stroke.  

Some more guidance surrounding apraxia would be beneficial.  

Some of the rehab guidelines make recommendations based on low level evidence. 

The 'strong' and 'weak' recommendations are confusing. Would be good to remove this, as if a 
practice is a recommended, then it should be in the guidelines. When the guidelines say is 'weak' 
can get unclear if we should implement this or not 

There is a significant focus on impairment and not enough on activity, participation and 
psychosocial wellbeing goals. 

There seems to be an absence of review of newer types of FES use in shoulders, specifically 
triggered FES which has the cognitive component that older type passive FES doesn’t 

whether or not to add antiplatelet therapy (aspirin) to anticoagulant therapy for a patient on a 
NOAC (and had not omitted any doses) for chronic AF who had no history of coronary artery 
disease, stents or prosthetic valves who had nevertheless had a stroke 

Too hard to access the evidence compared to previous versions  

Unilateral neglect assessment, proprioception assessment and treatment 

What is missing is referencing tools to use, for example dysphagia screening does not mention the 
RBWH DST - which has been validated for stroke and is utilised in Queensland. 

With the focus on COVID this might mean relevant topics are needed to address pandemic care 
such as telehealth services. 

 


