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Abstract

Background

Actively engaging people with lived experience (PWLE) in stroke-related clinical practice guideline
development has not previously been implemented and evaluated despite international efforts to
incorporate patient and public engagement. The purpose of this pilot project was to evaluate the
feasibility, perceived value and effectiveness of a new model, the Community Consultation and Review
Panel, to actively engage PWLE in the writing and review of Canadian Stroke Best Practice
Recommendations (CSBPR).

Methods

Members of the public with lived experience relevant to CSBPR module topics, including people with
stroke, family members and caregivers, were recruited to participate in two CSBPR Community
Consultation and Review Panels (CCRP). The CCRP ran in parallel to scientific writing groups updating
two components of the CSBPR Rehabilitation, Recovery and Community Participation module —
Rehabilitation and Recovery following Stroke and Transitions and Community Participation following
Stroke . With the aid of an inter-group liaison, both the scientific writing group and CCRP reviewed the
updated evidence and CCRP participants added insights and context based on their personal experiences.
We utilized the Patient and Public Engagement Evaluation Tool (PPEET) to obtain CCRP participant
feedback.

Results

This model was found to be feasible, requiring 3-4 hours of staff time per week. CCRP participants rated
“strongly agree” or “agree” to 14 PPEET questions indicating that they perceived the CCRP to be a positive
experience and effective process, and their participation had an impact. Responses to the open-ended
questions revealed that CCRP participants felt that their input and recommendations on the CCSPR were
acknowledged and would benefit stroke care in Canada.

Conclusions

The overall success of this pilot project established the feasibility and perceived benefit of employing a
participatory and collaborative model to actively engage PWLE in stroke-related clinical practice guideline
development. The values, experiences and recommendations of PWLE were able to be effectively
incorporated into CSBPR content to enable lived experience specific context and considerations to
augment the existing scientifically rigorous writing and review process. This model is now the standard
practice for all future CSBPR module development and updates and could be adapted for guideline
development across other disciplines.

Contributions To The Literature
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e Historically, clinical practice guidelines have been developed by health professionals and
researchers. A fundamental aim of person-centred care is the active participation of people with lived
experience (PWLE) in guideline writing and review, recognizing the value of the unique insights of
PWLE with respect to their health condition and its treatment, as well as their ground-level experience
navigating the healthcare system.

e Models of how to actively engage PWLE in guideline development are lacking and criticism has been
directed at some approaches deemed too tokenistic. Moreover, participation of PWLE has not been
formally evaluated. We developed and evaluated a new engagement model, the Community
Consultation and Review Panel in the update of Canadian Stroke Best Practice Recommendations
(CSBPR). This model established a reciprocal and collaborative knowledge sharing process between
the expert scientific writing group and a PWLE community panel so that input from PWLE could be
directly integrated into the updated guidelines.

e The results of this study address recognized gaps in the literature by providing a new and evaluated
model to actively engage PWLE in guideline development that could be easily adopted by guideline
developers across disciplines due to its straightforward methodology and low resource requirements.
The values, experiences and recommendations of PWLE can effectively be incorporated into
guideline development while maintaining the scientific rigor of the writing and review process.

Background

Over the past decade, there has been a concerted international effort to prioritize patient, family member
and informal caregiver engagement at all stages of healthcare planning and delivery[1-5]. Adopting a
person-centered care model leads to better patient experiences and perceived quality of care [6—11], and
reduces healthcare utilization and costs [12]. A person-centred approach extends beyond the person
experiencing the medical event or condition to include the perspectives and contributions of individuals,
caregivers, families, and communities in all stages of the continuum of care[13]. A fundamental aim of
person-centred care is the active participation of people with lived experience (PWLE) not only at the care
planning stage, but also in planning research and in the development of clinical practice guidelines [14,
15]. This latter objective recognizes the value of the unique insights, experiential knowledge, and needs of
PWLE with respect to their health condition and its treatment, personal goals and priorities, as well as
their ground-level experience navigating the healthcare system.

Historically, clinical practice guidelines have been developed by health professionals and researchers to
provide guidance for optimal patient care that is informed by an in-depth review of current evidence [16].
The most recent quality standards for guideline development put forth by international working groups
strongly advocate for public and patient engagement in guideline writing and review [17, 18]. However,
determining the best method for this engagement in guideline development continues to be an avid
avenue of study [14, 19—-21] as criticism has been directed at some approaches deemed too tokenistic
[19, 22, 23]. Research has also begun to investigate the scope of its impact. For example, Young et al.
(2015) found that twelve out of the thirteen Australian clinical practice guidelines published from 2006 to
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2014 included at least one patient-preference recommendation, such as statements directed at healthcare
providers to encourage patients to actively participate in treatment plans and disease management [24].
There is evidence to suggest that engagement in guideline development is feasible and generally
perceived as a positive experience for the participants involved [25-27]. However, models of how to
engage PWLE in stroke-related guideline development are lacking and participation of PWLE has not been
formally evaluated.

Funded and led by the Heart and Stroke Foundation of Canada (HSFC), the Canadian Stroke Best Practice
Recommendations (CSBPR) are the primary evidence-based guidelines for stroke care across the
continuum. The target audience for the CSBPR are healthcare professionals and health system leaders
across all settings and phases of care. PWLE were engaged in the development and dissemination of
previous editions of CSPBR using a variety of methods of engagement, including membership on the
CSBPR advisory committee specific scientific writing groups, as well as by serving as external reviewers.
Feedback on participant engagement, satisfaction and sense of overall impact were mixed using these
approaches, and generally participants felt they were only peripherally engaged, often stating that they
had little to contribute during discussions and that it was difficult to express their views freely. Therefore,
a new approach was sought for the Sixth CSBPR edition to complement the HSFC's stronger strategic
emphasis on partnerships with PWLE. Inputs from several advisory councils, including ones comprised
equally of researchers, clinicians and PWLE, were operationalized to co-develop a new CSBPR
engagement model. The Community Consultation and Review Panel (CCRP), a truly inclusive and
integrated model of engagement for guideline development, was created recognizing that PWLE are able
to provide unique insights into how their experiences and perspectives may inform new and updated
recommendations, foster a person-centered approach to care, and incorporate validated and meaningful
person-reported outcome and experience measures (PROMs, PREMs). The aim of this pilot project was to
evaluate the feasibility, acceptability, perceived value and effectiveness of a new engagement model for
people with lived experience in the update of the two components of the CSBPR Rehabilitation, Recovery
and Community Participation module (Part One: Rehabilitation and Recovery following Stroke[28] and
Part Two: Transitions and Community Participation following Stroke[29]).

Methods
Design

This pilot study of the feasibility, acceptability, perceived value, effectiveness of a CCRP was a
nonrandomized mixed methods design, with purposeful recruitment of members. This study adhered to
the Standards for Reporting Implementation Studies (StaRl) [30] (see Additional File 1). The CCRP model
was built as a reciprocal and collaborative knowledge sharing process between the CSBPR scientific
writing group and a community panel (CCRP) of PWLE (Fig. 1). The model was conceived by the CSBPR
senior leaders in consultation with several PWLE who were participating on the CSBPR Advisory
Committee and other HSFC advisory panels. A review of the literature was conducted to identify and

assess other models of engagement of PWLE in guideline development and current evaluation evidence
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for those models. PWLE codeveloped the model and were consulted throughout the methodology
development, the implementation of the process, and the evaluation. Data collection and evaluation
included key informant interviews, informal discussions and online surveys.

Community Consultation and Review Panel Participant
Recruitment and Orientation

A CCRP recruitment strategy was developed to ensure that participants collectively had lived experience
relevant to the breadth of the module topic as a person with stroke or family member (e.g., attended
inpatient rehabilitation; transitioned back to their home community, or cared for someone who met above
criteria). Recruitment channels included the HSFC online peer support community of survivors and
community of caregivers, provincial HSFC contacts, and recommendations from the relevant CSBPR
scientific writing group members and existing advisory structures. Recruitment was purposeful when
possible to attain CCRP members that were equally represented by sex, provinces, urban and rural areas,
and included a combination of people who have had a stroke, as well as family members and caregivers
of someone with stroke.

A list of possible participants was generated. A phone interview and short self-assessment screening
questionnaire (see Additional File 2) were conducted to determine CCRP fit (i.e. to determine whether their
goals for participation matched the goals of the project), eligibility and ability to actively participate in
telephone and video-based meetings. Participants needed to be comfortable sharing their own experience
in a group setting and be able to think broadly and beyond their own personal experiences to contribute
constructive lessons learned and provide insights to the topics being discussed. Screening also
confirmed members’ motivation for participating, additional skills and expertise, such as group
facilitation, clinical knowledge or editing that could be utilized during the CSBPR review process.

Eligible CCRP participants were provided with written offer letters and asked to sign conflict of interest
and confidentiality forms, similar to the scientific writing group members. Participants attended an
orientation session through an online webinar which introduced them to their role in the overall project,
provided background information on the CSBPR writing and review process and its utility, included a
more focused briefing on the specific CSBPR module topic (Rehabilitation and Recovery or Transitions
and Community Participation), and interpretation of levels of evidence. The orientation session also
provided an opportunity for CCRP members to build rapport, discuss their experiential stroke journey, and
identify barriers and facilitators related to the module topics, that were then further explored through the
subsequent meetings where relevant. Participants were expected to be able to keep all meeting materials
confidential, and regularly attend meetings as required.

The first CCRP was created for the review of the CSBPR Part One: Rehabilitation and Recovery following
Stroke[28]. The CCRP consisted of nine people who had a stroke, family members and caregivers,
individually or as a couple, along with HSFC staff members and a liaison member of the scientific writing
group. One person from each of the two CSBPR scientific writing groups volunteered to be the liaison
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between their respective CSBPR group and the CCRP to explain module recommendations, evidence and
points of discussion by the scientific writing group as needed to the CCRP members and importantly,
reciprocally share information and perspectives from the CCRP back to the scientific writing group.

Following completion of the final evaluation of the CCRP for Part One of the module, invitations were
extended to participants to join the next CCRP for Part Two of the module, focused on Transitions and
Community Participation following Stroke[29]. Seven of the original nine members accepted the invitation
and one new person was recruited, for a total of eight members of the second CCRP. Reasons for not
joining the second panel included a change in spouse availability to support participation (n=1) and in
personal circumstances (n=1).

Community Consultation and Review Panel Implementation
Process

Each CCRP ran in parallel to their respective scientific writing group. A member of the scientific writing
group and a HSFC staff member served as the liaison between the CCRP and scientific writing group,
sharing information and input back and forth. The CCRP pilot phase meetings were co-chaired by a HSFC
staff member and a CCRP panel member. Each CCRP member participated in one-hour video conference
calls. The first meeting coincided with the Research Phase of the CSBPR module update and provided an
opportunity for CCPR members to be oriented to the review process. In the review phase meetings, the
scientific writing groups reviewed the updated evidence and discussed revisions to recommendations.
The updated information was then reviewed by the CCRP the following week where they added inputs
based on their personal experiences. The format of the meetings included an overview of the section by
the scientific writing group liaison, and then CCRP members asked questions of clarification, voiced their
own experiences and proposed content or edits for areas they felt should be addressed or included to
enhance care, facilitate recovery, and strategies to support the individual and their family for each topic
as appropriate (e.g. access to rehabilitation, use of evidence-based interventions, or patient and family
education). All meetings began and ended with a “check in” in order to ensure participants’ thoughts and
perceptions were captured and as an opportunity for further adjusting and refining the methodology.

Detailed notes were recorded by HSFC staff members, and the scientific writing group liaison reported on
the feedback to the scientific writing group at their next meeting. Throughout, CCRP input was
continuously integrated directly into the recommendations, the rationale, system implications and person-
reported outcome measures sections as appropriate. Initially the scientific writing group met every two
weeks and the CCPR every three weeks, so as not to over burden the CCPR members; however, in order to
integrate feedback in a timely and seamless way, meeting frequency for the CCRP was increased to every
two weeks, on opposite weeks to the scientific writing group. Meetings of the scientific writing group and
the CCPR continued until all sections of the module was discussed. Once the recommendation review
phase was completed, CCRP members were engaged in ongoing activities for knowledge translation and
dissemination. These included the co-development of resources and education tools (e.g. infographics
and webinars) for health professionals, PWLE, their family members and caregivers.
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Evaluation of Community Consultation and Review Panel
Model

Structured and informal evaluations took place at the midway point and at the completion of the first
CCRP (Rehabilitation and Recovery following Stroke). Since most members of the first CCRP carried over
to the second CCRP (Rehabilitation and Recovery following Stroke), a final evaluation only was
conducted for the second CCRP. The data collected from the two panels were aggregated. We adapted the
Patient and Public Engagement Evaluation Tool (PPEET), a validated public and patient evaluation tool
[31] to evaluate our CCRP model. Briefly, the PPEET utilizes a questionnaire-based format to assess four
key principles of high-quality public and patient engagement: 1. integrity of design and process, 2.
influence and impact, 3. participatory culture, and 4. collaboration and common purpose.

At each evaluation timepoint, an anonymous online survey using the PPEET questionnaire was sent to all
CCRP members to obtain feedback on the CCRP process. The survey included a questionnaire containing
14 closed-ended questions using a Likert scale and 4 open-ended questions. Survey questions assessed
participants’ level of satisfaction, perceived impact and effectiveness of the CCRP process, and included
an opportunity for participants to provide written comments and suggest improvements to the model. At
the completion of Part One and Two of the CSBPR module a final survey was also sent to each scientific
writing group liaison to obtain feedback on the impact of the CCRP on the CSBPR writing and review
process, and their personal experiences as a liaison. HSFC staff also provided feedback throughout the
process. Subjective feedback from all participants was collected and documented throughout the pilot
study.

Results

Participants: The first CCRP (Rehabilitation and Recovery following Stroke) was composed of 5 females
(mean age: 41.8 years) and 4 males (mean age: 57.3 years) for a total of 7 patients and 2 caregivers
from 7 Canadian provinces including Quebec. A total of 6 teleconferences were held with the group. The
second CCRP (Transitions and Community Participation following Stroke) was composed of 5 females
(mean age: 41.8 years) and 3 males (mean age: 52.5 years) for a total of 6 patients and 2 caregivers
from 7 provinces. A total of 3 teleconferences were held with this group due to a smaller amount of
content.

HSFC staff reported spending an average of three to four hours per week throughout the pilot study for
participant recruitment and management, agenda and content preparation and meeting facilitation. Staff
also spent time on notetaking, feedback gathering and synthesis of materials. The scientific writing group
advisor reported spending on average one hour per week in preparation and participation on CCRP phone
calls.

Evaluation of CCRP model: At the midway point of the first CCRP, seven of nine participants (78%)
completed the online survey. They all strongly agreed or agreed on most elements of the evaluation tool.
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One person rated disagree on having enough information to contribute to the discussion, attributed to the
relevance to their own personal experience (e.g., they did not receive certain rehabilitation therapies and
therefore could not comment on them). The only areas of concern were related to the technical quality of
the teleconferences including sound and video access.

Six of the seven individual participants who were on both the first and second panels responded to the
final evaluation of the CCRP model (75% response rate); one individual member and the husband-wife
pair were unable to complete the evaluation (n = 3). Figure 2 summarizes the responses of CCRP
members to the 14 Likert scale questions from the final evaluation of the CCRP model. All participants
who completed the evaluation agreed or strongly agreed that they were satisfied, felt their participation
would make a difference and that the panel achieved its objective. The majority of respondents (n =5,
83%) strongly agreed that their views were heard, and all of the respondents strongly agreed (n = 3, 50%)
or agreed (n = 3, 50%) that they were able to express their views freely.

Table 1 provides representative responses provided by CCRP members from both panels to the four open-
ended questions from the final evaluation timepoint. Subjective feedback was positive, with CCRP
members highlighting the value of meeting other PWLE, being able to share their stories in a safe
environment, and having their experiences benefit those with stroke. Expressed concerns were mostly
related to technical quality of the conference calls and the webinar program on their own computer
systems, and one member where English was their second language. The inputs from the CCRP were
integrated throughout Parts One and Two of the CSBPR module, particularly in the Rationale and System
Implications sections [28, 29].

Table 1. CCRP Model Evaluation: Representative Responses to open-ended questions.
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Question

1. How do you

think the results

of your

garticipation will
e used?

2. What is the
best thing about
the Consultation
and Review
Panel?

3. Please identify
at least one
improvement we
could make for
future review
panel processes.

4. Additional
Comments

Representative responses from CCRP Members
“I believe comments made and noted during meetings and the comments

received through individual feedback forms will be considered in updating the
best practices documents. | realize not all comments will necessarily be used.”

“I believe the inclusion of myself and my peers will reflect recovery from the
stroke survivors' point of view. It's a great move forward to have diverse opinions
from stakeholders in order to know if CSBP recommendations are having an
effect. There will be consideration of the stroke survivor's needs.”

“To inform/guide all that have experienced stroke with real life examples”

“A chance to share our story, our course for the good of others.”

“| appreciate the work that has gone in to developing, maintaining and updating
these documents as they are widely used across the country when developing
stroke care strategies. It has been great talking with other survivors and care
givers to get a sense of the variety of care that is experienced so perhaps to
strengthen the recommendations and improve care across the country.”

“Being able to voice concerns of stroke survivors. Feeling acknowledged for
experience.”

“Online consultation could somehow be made more user friendly for some of us
who do not have very good computer skills.”

“It would be nice to be able to have the sound of the meeting on the computer,
not over a phone call.”

“Difficulties of language for people like me with a poor English speaking.”

“Glad to have participated and glad to see H&S reach out to us.”

“Enjoyed my time on these calls.”

"Thank you for this opportunity.”

The scientific writing group liaisons and program staff reported that CCRP input was included in as many
stages of the process of guideline revision as possible. They rated strongly agree to questions regarding
their interest in further training on public and patient engagement; and agreed that as a result of the
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experience they would be more comfortable in leading public and patient engagement activities in the
future, and that the process was a good use of program resources and enhanced decision making.

Discussion

Engaging PWLE in stroke-related clinical practice guideline development in a systematic, meaningful and
measurable way has not previously been implemented and evaluated despite internationally-driven
efforts to standardize the inclusion of these groups [17, 18]. In this pilot project, we developed and tested
a new model and successfully engaged PWLE in the review and update of a CSBPR module, including
two parts that fell within the umbrella group of Rehabilitation, Recovery and Community Participation
following Stroke. The CCRP model established a reciprocal and collaborative knowledge sharing process
between the CSBPR expert scientific writing group and a PWLE community panel (CCRP) at all stages of
the CSBPR process, including review, writing, and dissemination. The CCRP model provided members
with opportunities to regularly review and offer feedback on draft recommendations from the expert
writing group, provide context related to their values and preferences in stroke care to help inform what
person-centred care meant in the context of their lived experiences, and co-develop lay language
knowledge translation resources and education tools for PWLE and caregivers.

The goal of the CCRP model was to facilitate development of specific stroke best practice
recommendations that are grounded in real-life experience and the unique needs of people with stroke
while maintaining scientific rigour, and applicability to those directly impacted by the recommendations -
people who have had a stroke, their families and caregivers. Incorporating feedback from the CCRP
helped to highlight areas within the guidelines that are considered to be of high importance and value by
PWLE, family members and caregivers. Health professionals who use these guidelines can use this
feedback to provide a person-and-family centred approach.

Prior to implementation of this engagement model, two or three PWLE would participate as members on
the full CSBPR writing groups along with representatives from a range of professional groups involved in
stroke care. In addition, two to three PWLE were asked to review the final module as part of the external
review process. The PWLE members of the writing groups were often disengaged, and in one-on-one
feedback discussions with them they stated that they felt they had little to contribute during the
discussions about the available evidence, it was difficult to speak up during conference calls, and they
sometimes felt dismissed by other writing group members when they did comment. The CCRP model was
designed to mitigate these issues and provide opportunities for CCRP members to participate more fully
in an encouraging and accepting environment, at a pace and level of discussion appropriate to their
understanding, and in a setting that was less intimidating. The liaison member of the scientific writing
group was a key role, which was filled by an occupational therapist during the first stage of the pilot. The
HSFC staff leads were critical as well to implement the processes and to ensure that the voices of PWLE
were heard by the scientific writing group and that their feedback was incorporated throughout the final
module development. The staff members were then responsible, along with the scientific writing group
liaison, to actually integrate CCRP inputs into all appropriate sections of the guidelines during the writing
phase.
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Feedback using the PPEET tool indicated that we met our goals for the CCRP. Respondents to the
evaluation perceived it to be a positive experience and effective process and felt that their participation
had an impact (Fig. 2). Importantly, all respondents strongly agreed or agreed that that they were able to
express their views freely and that their views were heard. This is a substantial improvement when
compared to the feedback obtained from PWLE using previous engagement techniques. Responses to
the open-ended questions indicated that CCRP participants felt that their input and recommendations on
the CCSPR were acknowledged and would benéefit stroke care in Canada (Table 1). For example,
respondents commented that the CCRP process was an inclusive activity that incorporated the points of
view of people with stroke, their needs, and real-life experiences. Respondents felt that their feelings and
experiences were acknowledged, and they enjoyed the opportunity to connect and hear the experiences of
other PWLE across the country to develop stroke recovery strategies and recommendations. It was
meaningful for CCRP participants to know that their efforts would help improve the recovery process of
others who have experienced a stroke. Respondents made several recommendations for improvement to
the CCRP process, including providing additional resources for participants who are not technologically
savvy and for additional language resources for those whose primary language is not English. Some
respondents commented that they were less sure of the impact their engagement might have. This is
likely a result of the evaluation occurring before the module was finalized and published. This provides
an opportunity for the research team to re-engage CCPR members in further dialogue at the time of
publication; calling upon them to participate in webinars and other knowledge translation activities.

This study was a pilot project that had some limitations. The two panels included a relatively small
number of volunteer CCRP participants, since many stayed for both rounds (Parts One and Two of
CSBPR module). Thus, the generalizability of the positive experiences and feedback reported by CCRP
participants to the larger community of PWLE is uncertain. It is also important to note that none of the
CCRP members were residents of the northern territories, although a few were from more rural regions
within their Provinces. Future implementation of this model will strive to include representation from rural
and remote regions in Canada to best capture any gaps or issues related to stroke care across Provinces
and Territories. The CSBPR advisory committee has now approved the inclusion of CCRPs for all new and
updated modules as part of the Seventh Edition of the CSBPR. Through these additional panels, we will
continue to refine implementation and evaluation of this model of engaging PWLE in CSBPR writing and
review, and the development of resources that explain the stroke best practices to PWLE so they can more
fully engage in their recovery as partners and not just receivers of care.

Conclusions

The overall success of this pilot project established the feasibility and perceived benefit of employing a
participatory and collaborative model, the CCRP, to actively engage PWLE in clinical practice guideline

development, including all stages from writing to review and dissemination/knowledge translation. The
results indicate that the CCRP increases PWLE engagement and provides guideline users with valuable
evidence-based recommendations supported by personal experiences, insights and feedback. We have

shown that the values, experiences and recommendations of PWLE can effectively be incorporated into
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CSBPR development while maintaining the scientific rigor of the writing and review process, and provide
a richer set of guidance for practitioners and system planners. This model could be adapted for guideline
development across disciplines. Our research group aims to continue implementation of the CCRP model
in the update of future CSBPR to obtain further evaluative data, expand the scope of its implementation
and enhance its impact.
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Figure 3

Evaluation of the CCRP model. Responses to the Likert scale questionnaire administered to Community
Consultation and Review Panel (CCRP) members during the final evaluation of the model.
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