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Abstract
Purpose While patient and family engagement may
improve clinical care and research, current practices for
engagement in Canadian intensive care units (ICUs) are
unknown.

Methods We developed and administered a cross-
sectional questionnaire to ICU leaders of current
engagement practices, facilitators, and barriers to

engagement, and whether engagement was a priority,
using to an ordinal Likert scale from 1 to 10.

Results The response rate was 53.4% (124/232).
Respondents were from 11 provinces and territories,
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mainly from medical surgical ICUs (76%) and
community hospitals (70%). Engagement in patient care
included bedside care (84%) and bedside rounds (66%),
presence during procedures/crises (65%), and survey
completion (77%). Research engagement included ethics
committees (36%), protocol review (31%), and knowledge
translation (30%). Facilitators of engagement in patient
care included family meetings (87%), open visitation
policies (81%), and engagement as an
priority (74%). Support from departmental (43%) and
hospital (33%) leadership was facilitator of research
engagement. Time was the main barrier to engagement in
any capacity. Engagement was a higher priority in patient
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care vs research (median [interquartile range], 8 [7-9] vs
3 [1-7]; P < 0.001) and in pediatric vs adult ICUs (10
[9—-10] vs 8 [7-9]; P = 0.003). Research engagement was
significantly higher in academic vs other ICUs (7 [5-8] vs
2 [1-4]; P < 0.001), and pediatric vs adult ICUs (7 [5-8]
vs 3 [1-6]; P = 0.01).

Conclusions Organizational strategies and institutional
support were key facilitators of engagement. Engagement
in patient care was a higher priority than engagement in
research.

Résumé

Objectif Bien que [’engagement des patients et des
familles puisse ameliorer les soins cliniques et la
recherche, les pratiques actuelles en  matiere
d’engagement dans les unites de soins intensifs (USI)
canadiennes sont inconnues.

Méthode Nous avons élaboré et administré un
questionnaire transversal a l'intention des dirigeants des
USI portant sur les pratiques d’engagement actuelles, les
facilitateurs et les obstacles a I’engagement, ainsi que la
priorisation de ’engagement, en utilisant une echelle de
Likert ordinale de 1 a 10.

Résultats Le taux de reponse etait de 53,4 % (124/232).
Les repondants provenaient de 11 provinces et territoires,
principalement d’USI médico-chirurgicales (76%) et
d’hépitaux communautaires (70%). L’engagement dans
les soins aux patients comprenait les soins au chevet du
patient (84%) et les tournees au chevet (66%), la presence
pendant les interventions ou les crises (65%), et la
completion des questionnaires (77%). La participation a
la recherche comprenait les comites d’ethique (36%),
l'examen des protocoles (31%) et le transfert des
connaissances (30%). Les facilitateurs a [’engagement
dans les soins aux patients comprenaient les reunions
Sfamiliales (87%), les politiques de visites ouvertes (81%) et
l’engagement en tant que priorite institutionnelle (74%).
Le soutien des directions de departement (43%) et
d’hopital (33%) a ete un facilitateur de I’engagement en
recherche. Le temps etait le principal obstacle d
l’engagement d quelque titre que ce soit. L’engagement
etait une priorite plus elevee dans les soins aux patients
qu’en recherche (mediane [ecart interquartile], 8 [7-9] vs
3 [1-7]; P <0,001) et dans les USI pediatriques vs adultes
(10 [9-10] vs 8 [7-9]; P = 0,003). L’engagement en
matiere de recherche etait significativement plus eleve’
dans les USI universitaires vs autres (7 [5-8] vs 2 [1-4];
P < 0,001), et pediatriques vs pour adultes (7 [5-8] vs 3
[1-6]; P = 0,01).

Conclusion Les strategies organisationnelles et le soutien
institutionnel ont ete des facilitateurs cles de I’engagement.
L’engagement dans les soins aux patients etait une priorite’
plus élevee que I’engagement dans la recherche.
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Meaningful patient and family engagement requires health
practitioners and researchers to actively partner with
patients, families, and organizations to advance care and
research.' Although engagement may have positive effects
on health outcomes,” patient safety,” quality of care,* and
healthcare costs>® in other settings, limited data exist to
show whether similar benefits can be realized in the
intensive care unit (ICU).>’

Institutes such as the Strategy for Patient-Oriented
Research of the Canadian Institutes of Health Research
and the Patient-Centered Outcomes Research Institute fund
engagement research to foster the science behind
engagement, enhance the capacity of researchers to
engage, and aid stakeholders in making informed
decisions about engagement.&9 Increasingly, to be
eligible for funding, clinical research proposals must
show meaningful engagement in study design,
implementation, and knowledge translation. Engagement
can provide new insights into research design and
implementation, ensure a strong patient and family focus
in research, and render research investments more
accountable.'™'" It has even been shown that patients and
families can become primary researchers with the ability to
identify and improve understanding of the issues most
important to them.'?

The Canadian Critical Care Trials Group (CCCTG) is a
multidisciplinary,  investigator-led  clinical research
consortium dedicated to improving the care of critically
ill patients through collaborative clinical research.'® One of
the CCCTG’s strategic directions is to proactively engage
and partner with stakeholder groups, including patients and
family members in Canadian adult and pediatric ICUs. In
January 2015, members of the CCCTG, alongside ICU
survivors and family members, formed the Patient and
Family Partnership Committee (PFPC). The PFPC’s
purpose was to better understand current engagement
practices in patient care, research, and knowledge
translation; to identify opportunities for improved patient
and family engagement within CCCTG; and, ultimately, to
improve the health outcomes and experiences of patients
and families in the ICU and pediatric intensive care unit
(PICU). One gap identified by the PFPC was the lack of
information on how patients and families are engaged in
patient care and research in the 253 ICUs across Canada.
To address this gap, the PFPC designed and conducted a
cross-sectional survey to learn about current practices in
engaging patients and families in ICUs across Canada.
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Methods
Participant identification

We aimed to develop an exhaustive list of Canadian ICUs
and PICUs, including academic and community hospitals.
Two individuals (M. P.-A., M. V.) developed lists of ICU
leads across Canada using a multimodal strategy (email,
internet searches, and telephone with local, regional, and
provincial colleagues in critical care). When identifying
ICU leads, we sought individuals with a significant
administrative/leadership role in the ICU, who would be
able to speak to current clinical and research practices. In
some instances, these self-reported individuals were
physicians; in other cases, they were administrators from
varied backgrounds.

Survey development

We used a systematic approach to questionnaire design and
reporting.'*'® Research ethics approval was sought, but
waived, by the Hamilton Integrated Research Ethics Board
(Hamilton, Ontario, Canada).

Item generation, reduction, and formatting

Five investigators (K. B., S. O., E. M., S. D., O. S))
generated questions in two domains of patient and family
engagement (patient care and research), in addition to
demographic data depicting characteristics of hospitals,
ICUs, and research personnel. The same investigators
reduced items within domains to retain relevant items and
reduce respondent burden.'* A research assistant formatted
the questionnaire in both national languages (English and
French) prior to administration. We included two gift cards
of CAD 2 for a national coffee franchise (one for each of
the patient care and research sections) as an incentive for
survey completion with each questionnaire administered.

Questionnaire pilot and sensibility testing

We pilot tested the questionnaire with five intensivists
(department heads or clinicians) to identify poorly worded
or redundant questions and responses, and to assess
questionnaire  flow, salience, and acceptability.'*
Subsequently, we assessed the clinical sensibility
(comprehensiveness, clarity, and face validity) using a
clinical sensibility tool customized for this questionnaire
and the time required to complete the questionnaire (20
min) with four intensivists.'* We sought to achieve diverse
responses (French, English, men, women, academic,
community, pediatric, and adult intensivists) among pilot
and clinical sensibility testers. The final questionnaire was

formatted in English and French and included 11 questions
plus nine demographic questions with nominal, ordinal,
and interval response formats (available as Electronic
Supplementary Material [ESM] eAppendix).

Questionnaire administration

We sampled all identified Canadian ICUs (convenience
sample) without formal sample size estimation. Prior to
questionnaire administration, we sent prenotification
e-mails (on 26 September 2019, and again on 12
November 2019, for e-mails that bounced back). We
administered the initial questionnaire to critical care site
leads on 25 November 2019, by post. Three volunteers (M.
D. S., S. D., W. D. S.) created survey packages including a
cover letter, paper questionnaire, prepaid addressed return
envelope, and gift cards. Subsequently, we administered
one electronic reminder to critical care site leads with a
fillable PDF version of the questionnaire identical in
appearance to the paper questionnaire (separated by
approximately four weeks). We requested that the critical
care site leads identify one individual in each ICU who
could complete the patient care section (e.g., practice
leaders, clinical lead managers, physician, or nurse leaders)
and a second individual who could complete the research
section (e.g., research manager/coordinator, physician, or
nurse leader). We acknowledged that in certain clinical
settings, the same individual may be best suited to
complete both sections. The ICU demographic data
section could be completed by either the individual
completing the domain pertaining to engagement in
patient care or research or the critical care chief/lead.
Participation was voluntary and questionnaire completion
implied consent to participate.

Statistical analyses

Using our list of potential respondent adult and pediatric
ICUs in Canada, we planned to administer 232
questionnaires and aimed for a 50% response rate.'”'®
We summarized binary and continuous data using counts,
percentages, and medians with interquartile ranges [IQRs],
where appropriate. Surveys with missing items were
excluded from the denominator for that response. We
used the Mann—Whitney U test to compare nonparametric
continuous or ordinal data.

In subgroup analyses, we compared whether
engagement was a priority in clinical care and research
(responses to Q1 and Q6, respectively), based on practice
setting (academic and community hospital with a
university affiliation vs community hospital without a
university affiliation), type of ICU (adult vs pediatric),
presence of dedicated research personnel (full- or part-
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time), and presence of a dedicated individual for promoting
and supporting engagement. We used the rank biserial
correlation test to identify factors associated with
engagement as a priority in patient care and research,
wherein Somers’ delta (range, -1 to +1) provides the
strength of the correlation between each factor
(dichotomous variable) and engagement priority (ordinal
variable). For example, an independent variable that had a
statistically significant delta of 0.44 on engagement in
research improves the accuracy of predicting engagement
in research as a priority by 44%. All analyses were
conducted in IBM SPSS Statistics for Windows, Version
26.0. IBM Corp., Armonk, NY, USA).

Results

We analyzed results from 124 questionnaires for a response
rate of 124/232 (53.4%). Table 1 presents the
characteristics of the respondent ICUs.

Patient and family engagement in patient care

Respondents rated patient and family engagement to be a
strong priority (median [IQR], 8 [3-10]), especially in
pediatric vs adult ICUs (Figure). With regard to individual
patient experiences, engagement activities most often
included family participation in care activities (103/124;
83%), family access to tools to help staff learn about
patients (95/124; 77%), experience surveys (95/124; 77%),
participation in medical rounds (82/124; 66%), and family
presence during procedures/crises (81/124; 65%). Less
frequently, patients and families were invited to participate
in post-ICU support groups (24/124; 19%). Beyond the
individual patient experience, engagement activities
included committee participation (58/124; 47%),
feedback on policies or procedures (55/124; 44%),
participation in focus groups or community consultation
panels (53/124; 43%), and creation/review of educational
materials (50/124; 40%). Less often, these activities
included participation in space planning/design (39/124;
31%), staff education (15/124; 12%), and staff hiring
panels (15/124; 12%).

Routine family meetings (103/119; 87%), open
visitation policies (99/122; 81%), and engagement as an
institutional priority (89/120; 74%) were identified as key
facilitators of engagement in patient care. Conversely,
availability of time (53/121; 44%), nurse staffing levels
(46/120; 38%), multidisciplinary staffing levels (43/121;
36%), and the physical layout of the ICU (38/122; 31%)
were key barriers to patient care. We present facilitators
and barriers to patient and family engagement in patient
care in Table 2.

@ Springer

Patient and family engagement in research

Respondents rated patient and family engagement in
research to be a significantly lower priority than
engagement in patient care (median [IQR], 3 [1-10] vs 8
[7-9]; P < 0.001). Only a quarter of sites (33/124; 27%)
surveyed had research projects underway in their ICU/
PICU and few sites (33/124; 27%) acknowledged having
dedicated research personnel. Engagement in research most
involved participation on research ethics boards (43/124;

36%), protocol development/review (37/124; 31%),
knowledge transfer activities (36/124; 30%),
development/review of research materials (33/124; 27%),
community  consultation panels (31/124;  26%),

teleconferences (29/124; 24%), and development/review
of consent forms (26/124; 22%). Less often, research
engagement involved patient and/or family members as
steering committee members (25/124; 21%), in priority
setting (23/124; 19%), in data collection/analysis (21/124;
17%), as research committee members (19/124; 16%), as
coapplicants on grants or ethics applications (10/124; 8%),
or as coauthors on manuscripts (7/124; 6%) (Figure).
Support from department leadership (52/120; 43%) and
hospital leadership (39/120; 33%) was identified as key
factor that facilitated research engagement. Conversely,
availability of time (63/119; 53%), resources to reimburse
participants for engagement activities (51/120; 43%),
availability of personnel to engage with patients and
families (49/120; 41%), and staff knowledge of “how to
engage” (37/120; 31%) were identified as key barriers to
research engagement. We depict facilitators and barriers to
patient and family engagement in research in Table 3.

Subgroup analyses

Engagement in patient care was a significantly higher
priority in pediatric vs adult ICUs (median [IQR], 10
[9-10] vs 8 [7-9]; P = 0.003). Engagement in research was
significantly higher in academic vs other ICUs (7 [5-8] vs 2
[1-4]; P < 0.001), pediatric vs adult ICUs (7 [5-8] vs 3
[1-6]; P = 0.01), community ICUs affiliated vs not
affiliated with a university (3 [1-7] vs 2 [1-3]; P = 0.04),
and in ICUs with dedicated research personnel vs no
dedicated research personnel (8 [5-8] vs 2 [14]; P <
0.001).

Rank biserial correlation analyses

We identified several engagement activities and strategies
that were associated with patient care being perceived as a
priority at participating ICUs (ESM eTable 1). Delta scores
were highest for seven engagement practices in patient
care, comprising family presence in medical rounds (0.33;
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Table 1 Respondent ICU characteristics

ICU characteristics (N = 124)

n/total N (%)

Location

British Columbia, 16/124 (13%)

Alberta, 8/124 (6%)

Saskatchewan, 9/124 (7%)

Manitoba, 4/124 (3%)

Ontario, 45/124 (36%)

Quebec, 20/124 (16%)

New Brunswick, 6/124 (5%)

Nova Scotia, 5/124 (4%)

Prince Edward Island, 2/124 (2%)
Newfoundland and Labrador, 8/124 (6%)
Territories, 1/124 (1%)

Hospital type

Community hospital with university affiliation, 61/124 (49%)

Community hospital without university affiliation, 26/124 (21%)
Academic hospital, 37/124 (30%)

ICU type

Medical surgical, 93/122 (76%)

Pediatric, 10/122 (8%)
Step-down ICU, 3/122 (2%)

Trauma/neurotrauma, 2/122 (2%)

Other (medical only, cardiovascular only, neurosciences only), 14/122 (12%)

ICU collects patient experience measures

Yes, 89/123 (72%)

No, 30/123 (24%)
Don’t know, 4/123 (3%)

Individual responsible for supporting engagement?

Yes, 26/122 (21%)

No, 90/122 (74%)
Don’t know, 6/122 (5%)

Dedicated research personnel

Yes, 33/121 (27%)

No, 88/121 (73%)

Funding to support engagement in patient care

No, 99/121 (82%)

Foundations or donations or charities, 15/121 (12%)
Health care institution, 7/121 (6%)

Local funds, 7/121 (6%)

Federal/provincial research funding agency, 3/121 (2%)
Research center, 3/121 (2%)

Funding to support engagement in research

No, 103/124 (84%)

Foundations or donations or charities, 8/124 (7%)

Federal/provincial research funding agency, 7/124 (6%)
Research center, 7/124 (6%)

Health care institution, 4/124 (3%)

Local funds, 3/124 (2%)

Industry, 1/124 (1%)

ICU = intensive care unit

P = 0.007), patient and family participation in education
for staff and in space planning and design (0.46; P = 0.005
and 0.40; P < 0.001), patient and family feedback on
policies or procedures (0.35; P = 0.001), engagement as an
institutional priority (0.33; P = 0.04), ICU culture (0.40;

P < 0.001), and existence of an open visiting policy (0.35;
P = 0.01). We identified many research engagement
activities and strategies that were significantly associated
with research being perceived as a priority in the ICU
(ESM eTable 2).

@ Springer
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Figure Difference in engagement practices in patient care and
research. The Likert scale for priority is depicted on the y-axis. The
overall priority scores for engagement in patient care and research are
illustrated in black candlesticks. The colored candlesticks represent
engagement in patient care in adult vs pediatric ICU (light blue) and
engagement in research in adult vs pediatric ICU (orange), ICUs with
academic affiliation vs no academic affiliation (teal), ICUs with
dedicated research personnel vs none (yellow), and ICUs with

Discussion

Despite the call for increased patient and family
engagement in patient care and research, the science
behind how to engage patients and families is not well
developed in critical care.'® Similar to a previous study, we
found that engagement activities in patient care may be
driven by ICU priorities (presence during rounds or
procedures/crises, use of communication aids, and survey
completion).20 Similar to others, we noted substantial
variation in engagement practices across ICUs.?! We also
found that patient care engagement activities occurred at
the patient level (as described above) and at the
organizational level.'” Engagement activities at the
organizational level included participation in focus
groups or as members of community consultation panels,
cocreation and review of educational materials, and

@ Springer

Research Engagement

university affiliations vs none (gray). The white line traversing each
candlestick represents the median, the body represents the
interquartile range, and the wicks denote the minimum and maximum.

Affil = affiliation; ICU = intensive care unit; Uni = University

provision of feedback related to policies and procedures.
We identified that patients and families were possibly less
engaged in postdischarge support groups in adult (vs
pediatric) ICUs. At the organizational level, we identified
three key facilitators of engagement in patient care: routine
family meetings, open visitation policies, and engagement
being an institutional priority. Similar to others, we found
that family presence in the ICU was a key facilitator of
engagement in patient care’” and that patient and family
time was an important barrier to participation in care.'” An
international qualitative study of clinicians previously
highlighted the importance of having a strong
commitment from leadership to successful patient and
family engagement.” Similarly, we identified that nurse
and multidisciplinary staffing levels and the physical layout
of the ICU were barriers to engagement in patient care,
possibly because they reduced interactions between
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Table 2 Facilitators and barriers to patient and family engagement in patient care

Variable

Facilitator

Neither facilitator

nor barrier

Barrier

Unsure or N/A

Regular/routine family meetings, n/total N (%)

Existence of open visiting policy, n/total N (%)
Engagement is an institutional priority, n/total N (%)
Engagement practices of health disciplines, n/total N (%)
Family presence on rounds, n/total N (%)

Team-family dynamics, n/total N (%)

Engagement practices of attending physicians, n/total N (%)

Family participation in direct physical
care of patients, n/total N (%)

Unit culture, n/total N (%)
Engagement practices of front line nurses, n/total N (%)

Existence of tools to convey personalized patient
information, n/total N (%)

Institutional guidelines for engagement exist, n/total N (%)
Team morale, n/total N (%)

Family presence during procedures, n/total N (%)
Physical layout/space of ICU, n/total N (%)
Existence of organizational champions, n/total N (%)
Staff knowledge about engagement, n/total N (%)
Existence of unit-based champions, n/total N (%)
Physician staffing levels, n/total N (%)

Nurse staffing levels, n/total N (%)

Availability of time, n/total N (%)

Health disciplines staffing levels, n/total N (%)
Patient acuity levels, n/total N (%)

Availability of resources to reimburse patients
and families, n/total N (%)

103/119 (87%)
99/122 (81%)
89/120 (74%)
80/121 (66%)
80/124 (65%)
77/121 (64%)
76/121 (63%)
75/120 (63%)

73/122 (60%)
69/121 (57%)
65/122 (53%)

63/120 (53%)
61/121 (50%)
60/122 (49%)
58/122 (48%)
56/118 (47%)
S1/117 (44%)
45/121 (37%)
41/120 (34%)
37/120 (31%)
36/121 (30%)
31/121 (26%)
24/120 (20%)
21/116 (18%)

10/119 (8%)
8/122 (%)

23/120 (19%)
32/121 (26%)
19/124 (15%)
31/121 (26%)
29/121 (24%)
30/120 (25%)

25/122 (20%)
30/121 (25%)
21/122 (17%)

25/120 (21%)
44/121 (36%)
30/122 (25%)
23/122 (19%)
24/118 (20%)
40/117 (34%)
25/121 (21%)
53/120 (44%)
36/120 (30%)
32/121 (26%)
43/121 (36%)
68/120 (57%)
14/116 (12%)

3/119 (3%)
10/122 (8%)
1/120 (1%)
7121 (6%)
8/124 (6%)
7121 (6%)
16/121 (13%)
4/120 (3%)

22/122 (18%)
9/121 (7%)
7/122 (6%)

4/120 (3%)

16/121 (13%)
13/122 (11%)
38/122 (31%)
3/118 (3%)

26/117 (22%)
12/121 (10%)
22/120 (18%)
46/120 (38%)
53/121 (44%)
43/121 (36%)
27/120 (23%)
25/116 (22%)

3/119 (3%)
5/122 (4%)
7/120 (6%)
2/121 (2%)
15/124 (12%)
6/121 (5%)
0/121 (0%)
11/120 (9%)

2/122 (2%)
13/121 (11%)
29/122 (24%)

27/120 (23%)
0/121 (0%)
19/122 (16%)
3/122 %)
35/118 (30%)
4117 (3%)
39/121 (32%)
4/120 (3%)
0/120 (0%)
0/121 (0%)
4/121 (3%)
1/120 (1%)
56/116 (48%)

ICU = intensive care unit; N/A = not applicable

clinicians and families. McConnell et al. identified
classified barriers to engagement in care as being patient-

identified

preferred

time-efficient

Contrary to a previous study of ICU visitors, which
that families

and

related (patient status, use of invasive technology, privacy,
ICU length of stay), family-related (personality traits,
vulnerability), environment-related (space, workflow
interruption,  difficulty  explaining care  delivery
processes), and legal (injury to relatives).”* Our
facilitators and barriers were similar to those noted in a
national collaborative of 63 ICUs, which found that
purposeful, sustained, multimodal approaches to patient
and family engagement not only increased opportunities
for family participation in care but also enhanced family
satisfaction with quality of care and decision-making.?
The association between engagement activities and the
priority of engagement within the ICU may be two-way;
while importance of engagement facilitates adoption of
engagement practices, the visibility of engagement practice
may enhance perceived importance.

convenient engagement methods,'” we found that ICUs
most often engaged patients and families in research
through participation on research ethics boards, in protocol
development/review, and knowledge translation—
activities requiring substantial time and commitment.
Intensive care units less often engaged patients and
family members in priority setting, data collection, and
analysis, as coapplicants on grants or authors on
manuscripts, and as members of steering or research
committees. These findings align with those of a systematic
review of 70 studies evaluating stakeholder engagement in
research, which found that while half of included studies
engaged stakeholders as consultants, only a third of studies
engaged stakeholders as coinvestigators or coworkers.?
Others have noted that stakeholder activities infrequently
involved research evaluation and dissemination, and rarely
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Table 3 Facilitators and barriers to patient and family engagement in research

Variable

Facilitator

Neither facilitator Barrier Unsure or N/A

nor barrier

Level of support for engagement from departmental
leadership, n/total N (%)

Level of support for engagement from hospital
leadership, n/total N (%)

Level of staff experience with engaging patients
and families, n/total N (%)

Staff knowledge about how to engage with patients
and families, n/total N (%)

Auvailability of patients and families to engage, n/total N (%)

Engagement as a priority in research in our
department, n/total N (%)

Availability of personnel to engage patients
and families, n/total N (%)

Administrative support for patient and family
engagement, n/total N (%)

Availability of time, n/total N (%)

Availability of resources to reimburse
for engagement activities, n/total N (%)

52/120 (43%)

39/120 (33%)

30/120 (25%)

26/120 (22%)

26/120 (22%)
22/120 (18%)

20/120 (17%)

19/114 (17%)

10/119 (8%)
6/120 (5%)

37/120 (31%) 10/120 (8%) 21/120 (18%)

38/120 (32%) 21/120 (18%) 22/120 (18%)

34/120 (28%) 34/120 (28%)  22/120 (18%)

37/120 (31%) 37/120 (31%) 20/120 (17%)

47/120 (39%)
33/120 (28%)

25/120 (21%)
31/120 (26%)

22/120 (18%)
34/120 (28%)

29/120 (24%) 49/120 (41%)  22/120 (18%)

33/114 (29%) 20/114 (18%) 42/114 (37%)

25/119 (21%)
16/120 (13%)

63/119 (53%)
51/120 (43%)

21/119 (18%)
47/120 (39%)

N/A = not applicable

included evidence synthesis, integration, or
interpretation.”’*® At the organizational level, we
identified that staff knowledge of “how to engage” was a
key barrier to engagement in research and that endorsement
by departmental and hospital leadership was a key
facilitator of research engagement. Similar to others, we
noted that time, resources to reimburse participants for
engagement activities,” ' and availability of personnel to
engage with patients and families were barriers to
engagement in research. Publications suggest that even
small amounts of remuneration®>* and childcare
provision®* can favorably impact engagement.

Several additional findings from our survey warrant
mention. Respondent ICUs in our study considered
engagement in patient care to be higher priority than
engagement in research. Most adult ICUs in Canada are
community-based and are therefore likely to view patient
and family engagement in research as a lower priority than
engagement in patient care. These findings align with the
current literature, which is heavily focused on engagement
in patient care as opposed to research.'” Additionally, we
identified that engagement in research was a higher priority
in PICUs, academic ICUs, ICUs with dedicated research
personnel, and community ICUs affiliated with a
university. Research may be particularly important in
pediatric ICUs because of the higher prevalence of chronic

@ Springer

illnesses, lack of longitudinal outcomes data, and greater
uncertainty regarding outcomes.'””> As well, PICUs in
Canada are mostly affiliated with universities and thus have
a mandate to conduct clinical research.

Our survey has several strengths. First, it is a large
cross-sectional survey of patient and family engagement in
community and academic ICUs, with responses that are
well aligned with the composition of ICUs across
Canada—nearly 70% of our respondents were from
community ICUs, and we obtained responses from ICUs
in ten Canadian provinces and one territory. Second, we
identified separate facilitators and barriers to engagement
in clinical care and research. Third, we had a satisfactory
response rate for a multidisciplinary, cross-sectional
survey.'”'® Our study also has limitations. First, our
findings may not be generalizable to ICUs outside of
Canada. Second, we administered our questionnaire prior
to the COVID-19 pandemic, and the applicability of our
findings to current practice is unknown. Notwithstanding,
our study provides a baseline of engagement practices to
which future studies can be compared. Third, the activities
reported are “perceived” engagement, and there may be a
disconnect between perceived and actual engagement,
especially from the patient and family perspective.
Lastly, as our sampling frame included all Canadian
ICUs, we did not conduct any power calculations.
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Statistically significant findings—especially in groups with
very small numbers (e.g., PICUs), should be interpreted
with caution.

Conclusions

In this national cross-sectional survey of ICUs, we found
patient and family engagement in patient care was a higher
priority than engagement in research, especially in
pediatric vs adult ICUs. Research engagement was higher
in academic ICUs, PICUs, ICUs with dedicated research
personnel, and community ICUs affiliated with a
university. Key facilitators of engagement in patient care
included routine family meetings, open visitation policies,
and identification of patient and family engagement as an
institutional priority. Conversely, key barriers to
engagement in patient care included time, staffing levels,
and the physical layout of ICUs. Support from department
and hospital leadership was identified as the main factor
facilitating engagement in research. Conversely, time,
resources to remunerate participants, availability of
personnel to engage with patients and families, and staff
knowledge were identified as key barriers to engagement in
research.

Author contributions Karen Burns, Ellen McDonald, Sylvie
Debigare, and Simon Oczkowsky contributed to study design.
Mikael Piche-Ayotte, Moises Vasquez, and Ellen McDonald
contributed to the development of the respondent list. Karen Burns
and Ellen McDonald contributed to questionnaire development and
testing. Sylvie Debigare, Ellen McDonald, Karen Burns, Mikael
Piche-Ayotte, and Moises Vasquez contributed to questionnaire
administration. Simon Oczkowsky contributed to data collection.
Simon Oczkowsky and Nasim Zamir contributed to data analysis.
Karen Burns, Ellen McDonald, Sylvie Debigare, Simon Oczkowsky,
and Nasim Zamir contributed to manuscript preparation. All authors
approved the manuscript.

Acknowledgements The authors wish to thank the members of the
Canadian Critical Care Trials Group (CCCTG) and the Patient and
Family Partnership Committee for their input and support of this
study. We wish to thank Orla Smith, PhD, for her early contributions
to questionnaire development and Marianne D. Saucier and William
D. Saucier for their assistance in preparing the questionnaires for
administration. We also wish to thank Drs Cheryl Misak and Karla
Krewulak for their critical review of the manuscript on behalf of the
CCCTG Grants and Manuscripts Committee.

Disclosures The author(s) declare(s) that there is no conflict of
interest.

Funding statement This research received no specific grant from
any funding agency in the public, commercial, or not-for-profit
sectors.

Editorial responsibility This submission was handled by Dr.
Stephan K. W. Schwarz, Editor-in-Chief, Canadian Journal of
Anesthesia/Journal canadien d’anesthesie.

References

1. Coulter A, Ellins J. Effectiveness of strategies for informing,
educating, and involving patients. BMJ 2007; 335: 24-7. https://
doi.org/10.1136/bmj.39246.581169.80

2. Street RL Jr, Makoul G, Arora NK, Epstein RM. How does
communication heal? Pathways linking clinician—patient
communication to health outcomes. Patient Educ Couns 2009;
74: 295-301. https://doi.org/10.1016/j.pec.2008.11.015

3. Berger Z, Flickinger TE, Pfoh E, Martinez KA, Dy Sm. Promoting
engagement by patients and families to reduce adverse events in
acute care settings: a systematic review. BMJ Qual Saf 2014; 23:
548-55. https://doi.org/10.1136/bmjqs-2012-001769

4. Frampton SB, Guastello S. Putting patients first: patient-centered
care: more than the sum of its parts. Am J Nurs 2010; 110: 49-53.
https://doi.org/10.1097/01.naj.0000388265.57051.e6

5. Charmel PA, Frampton SB. Building the business case for
patient-centered care. Health Finance Manage 2008; 62: 80-5.

6. Smith M, Saunders R, Stuckhardt L, McGinnis JM. Best Care at
Lower Cost: The Path to Continuously Learning Health Care in
America. Washington, D. C.: National Academies Press; 2013.

7. Prey JE, Woollen J, Wilcox L, et al. Patient engagement in the
inpatient setting: a systematic review. ] Am Med Inform Assoc
2014; 21: 742-50. https://doi.org/10.1136/amiajnl-2013-002141

8. Patient-Centered Outcomes Research Institute. The value of
engagement. Available from URL: https://www.pcori.org/
engagement/value-engagement (accessed June 2022).

9. Canadian Institutes of Health Research. Patient engagement.
Available from URL: http://www.cihr-irsc.gc.ca/e/45851.html
(accessed June 2022).

10. Nass P, Levine S, Yancy C. Methods for involving patients in
topic generation for patient-centered comparative effectiveness
research, an international perspective, 2012. Available from
URL: https://www.pcori.org/assets/Methods-for-Involving-
Patients-in-Topic-Generation-for-Patient-Centered-Comparative-
Effectiveness-Research-An-International-Perspective.pdf (ac-
cessed June 2022).

11. Fiest KM, McIntosh CJ, Demiantschuk D, Leigh JP, Stelfox HT.
Translating evidence to patient care through caregivers: a
systematic review of caregiver-mediated interventions. BMC
Med 2018; 16: 105. https://doi.org/10.1186/s12916-018-1097-4

12. Fiest KM, Sept BG, Stelfox HT. Patients as researchers in adult
critical care medicine. Fantasy or reality? Ann Am Thorac Soc
2020; 17: 1047-51. https://doi.org/10.1513/annalsats.201911-
847ip

13. Marshall JC, Cook DJ, Canadian Critical Care Trials Group.
Investigator-led clinical research consortia: the Canadian critical
care trials group. Crit Care Med 2009; 37: S165-72. https://doi.
0rg/10.1097/ccm.0b013e3181921079

14. Burns KE, Duffett M, Kho ME, et al. A guide for the design and
conduct of self-administered surveys of clinicians. CMAJ 2008;
179: 245-52. https://doi.org/10.1503/cmaj.080372

15. Burns KE, Kho ME. How to assess a survey report: a guide for
readers and peer reviewers. CMAJ 2015; 187: E198-205. https://
doi.org/10.1503/cmaj.140545

16. Eysenbach G. Improving the quality of web surveys: the checklist
for reporting results of Internet e-surveys (CHERRIES). J Med
Internet Res 2004; 6: e34. https://doi.org/10.2196/jmir.6.3.e34

17. Asch DA, Jedrzwieski MK, Christakis NA. Response rates to mail
surveys published in medical journals. J Clin Epidemiol 1997; 50:
1129-36. https://doi.org/10.1016/s0895-4356(97)00126-1

18. Cummings SM, Savitz LA, Konrad TR. Reported response rates to
mailed physician questionnaires. Health Serv Res 2001; 35:
1347-55.

@ Springer


https://doi.org/10.1136/bmj.39246.581169.80
https://doi.org/10.1136/bmj.39246.581169.80
https://doi.org/10.1016/j.pec.2008.11.015
https://doi.org/10.1136/bmjqs-2012-001769
https://doi.org/10.1097/01.naj.0000388265.57051.e6
https://doi.org/10.1136/amiajnl-2013-002141
https://www.pcori.org/engagement/value-engagement
https://www.pcori.org/engagement/value-engagement
http://www.cihr-irsc.gc.ca/e/45851.html
https://www.pcori.org/assets/Methods-for-Involving-Patients-in-Topic-Generation-for-Patient-Centered-Comparative-Effectiveness-Research-An-International-Perspective.pdf
https://www.pcori.org/assets/Methods-for-Involving-Patients-in-Topic-Generation-for-Patient-Centered-Comparative-Effectiveness-Research-An-International-Perspective.pdf
https://www.pcori.org/assets/Methods-for-Involving-Patients-in-Topic-Generation-for-Patient-Centered-Comparative-Effectiveness-Research-An-International-Perspective.pdf
https://doi.org/10.1186/s12916-018-1097-4
https://doi.org/10.1513/annalsats.201911-847ip
https://doi.org/10.1513/annalsats.201911-847ip
https://doi.org/10.1097/ccm.0b013e3181921079
https://doi.org/10.1097/ccm.0b013e3181921079
https://doi.org/10.1503/cmaj.080372
https://doi.org/10.1503/cmaj.140545
https://doi.org/10.1503/cmaj.140545
https://doi.org/10.2196/jmir.6.3.e34
https://doi.org/10.1016/s0895-4356(97)00126-1

1536

K. E. A. Burns et al.

19.

20.

21.

22.

23.

24.

25.

26.

217.

28.

29.

Burns KE, Misak C, Herridge M, Meade MO, Oczkowski S,
Patient and Family Partnership Committee of the Canadian
Critical Care Trials Group. Patient and family engagement in
critical care in the ICU: untapped opportunities and under
recognized challenges. Am J Respir Crit Care Med 2018; 198:
310-9. https://doi.org/10.1164/rccm.201710-2032ci

Burns KE, Rizvi L, Charteris A, et al. Characterizing citizens’
preferences for engagement in patient care and research in adult
and pediatric intensive care units. J Intensive Care Med 2020; 35:
170-8. https://doi.org/10.1177/0885066617729127

Kleinpell R, Heyland DK, Lipman J, et al. Patient and family
engagement in the ICU: report from the task force of the World
Federation of Societies of Intensive and Critical Care Medicine.
J Crit Care 2018; 48: 251-6. https://doi.org/10.1016/j.jcrc.2018.
09.006

Tobiano G, Mackie BR. Routine activities in the intensive care
unit provide opportunities for family engagement. Aust Crit Care
2021; 34: 113-5. https://doi.org/10.1016/j.aucc.2020.05.002
Hamilton R, Kleinpell R, Lipman J, Davidson JE. International
facilitators and barriers to family engagement in the ICU: results
of a qualitative analysis. J Crit Care 2020; 58: 72-7. https://doi.
org/10.1016/j.jcrc.2020.04.011

McConnell B, Moroney T. Involving relatives in ICU patient care:
critical care nursing challenges. J Clin Nurs 2015; 24: 991-8.
https://doi.org/10.1111/jocn. 12755

Kleinpell R, Zimmerman J, Vermoch KL, et al. Promoting family
engagement in the ICU: experience from a national collaborative
of 63 ICUs. Crit Care Med 2019; 47: 1692-8. https://doi.org/10.
1097/ccm.0000000000004009

Concannon TW, Fuster M, Saunders T, et al. A systematic review
of stakeholder engagement in comparative effectiveness and
patient-centered outcomes research. J Gen Intern Med 2014; 29:
1692-701. https://doi.org/10.1007/s11606-014-2878-x

Selker HP, Leslie LK, Wasser JS, Plaut AG, Wilson IB, Griffith
JL. Tufts CTSI: comparative effectiveness research as a
conceptual framework for a focus on impact. Clin Transl Sci
2010; 3: 56-8. https://doi.org/10.1111/j.1752-8062.2010.00184.x
Concannon TW, Meissner P, Grunbaum JA, et al. A new
taxonomy for stakeholder engagement in patient-centered
outcomes research. J Gen Intern Med 2012; 27: 985-91.
https://doi.org/https://doi.org/10.1007/s11606-012-2037-1

Telford R, Boote JD, Cooper CL. What does it mean to involve
consumers successfully in NHS research? A consensus study.

@ Springer

30.

31.

32.

33.

34.

35.

Health Expect 2004; 7: 209-20. https://doi.org/10.1111/j.1369-
7625.2004.00278.x

Snape D, Kirkham J, Britten N, et al. Exploring perceived
barriers, drivers, impacts and the need for evaluation of public
involvement in health and social care research: a modified Delphi
study. BMJ Open 2014; 4: e004943. https://doi.org/10.1136/
bmjopen-2014-004943

INVOLVE. Payment for involvement: a guide for making
payments to members of the public actively involved in NHS,
public health and social care research, 2010. Available from
URL: https://www.invo.org.uk/wp-content/uploads/documents/
INVOLVEPayment%?20Guiderev2012.pdf (accessed June 2022).
Boote J, Twiddy M, Baird W, Birks Y, Clarke C, Beever D.
Supporting public involvement in research design and grant
development: a case study of a public involvement award
scheme managed by a National Institute for Health Research
(NIHR) Research Design Service (RDS). Health Expect 2015; 18:
1481-93. https://doi.org/10.1111/hex.12130

Walker DM, Pandya-Wood R. Can research development
bursaries for patient and public involvement have a positive
impact on grant applications? A UK-based, small-scale service
evaluation. Health Expect 2015; 18: 1474-80. https://doi.org/10.
1111/hex.12127

Shen Sh, Doyle-Thomas KA, Beesley L, et al. How and why
should we engage parents as co-researchers in health research? A
scoping review of current practices. Health Expect 2017; 20:
543-54. https://doi.org/10.1111/hex.12490

Department of Health. Doing it with us not for us: strategic
direction 2010-13, 2011. Available from URL: https://www.
health.vic.gov.au/publications/doing-it-with-us-not-for-us-
strategic-direction-2010-13 (accessed July 2022).

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

Springer Nature or its licensor (e.g. a society or other partner) holds
exclusive rights to this article under a publishing agreement with the
author(s) or other rightsholder(s); author self-archiving of the
accepted manuscript version of this article is solely governed by the
terms of such publishing agreement and applicable law.


https://doi.org/10.1164/rccm.201710-2032ci
https://doi.org/10.1177/0885066617729127
https://doi.org/10.1016/j.jcrc.2018.09.006
https://doi.org/10.1016/j.jcrc.2018.09.006
https://doi.org/10.1016/j.aucc.2020.05.002
https://doi.org/10.1016/j.jcrc.2020.04.011
https://doi.org/10.1016/j.jcrc.2020.04.011
https://doi.org/10.1111/jocn.12755
https://doi.org/10.1097/ccm.0000000000004009
https://doi.org/10.1097/ccm.0000000000004009
https://doi.org/10.1007/s11606-014-2878-x
https://doi.org/10.1111/j.1752-8062.2010.00184.x
https://doi.org/10.1007/s11606-012-2037-1
https://doi.org/10.1111/j.1369-7625.2004.00278.x
https://doi.org/10.1111/j.1369-7625.2004.00278.x
https://doi.org/10.1136/bmjopen-2014-004943
https://doi.org/10.1136/bmjopen-2014-004943
https://www.invo.org.uk/wp-content/uploads/documents/INVOLVEPayment%20Guiderev2012.pdf
https://www.invo.org.uk/wp-content/uploads/documents/INVOLVEPayment%20Guiderev2012.pdf
https://doi.org/10.1111/hex.12130
https://doi.org/10.1111/hex.12127
https://doi.org/10.1111/hex.12127
https://doi.org/10.1111/hex.12490
https://www.health.vic.gov.au/publications/doing-it-with-us-not-for-us-strategic-direction-2010-13
https://www.health.vic.gov.au/publications/doing-it-with-us-not-for-us-strategic-direction-2010-13
https://www.health.vic.gov.au/publications/doing-it-with-us-not-for-us-strategic-direction-2010-13

	Patient and family engagement in patient care and research in Canadian intensive care units: a national survey
	Engagement des patients et des familles dans les soins aux patients et la recherche dans les unités de soins intensifs canadiennes : un sondage national
	Abstract
	Purpose
	Methods
	Results
	Conclusions

	Résumé
	Objectif
	Méthode
	Résultats
	Conclusion

	Methods
	Participant identification
	Survey development
	Item generation, reduction, and formatting
	Questionnaire pilot and sensibility testing
	Questionnaire administration
	Statistical analyses

	Results
	Patient and family engagement in patient care
	Patient and family engagement in research
	Subgroup analyses
	Rank biserial correlation analyses

	Discussion
	Conclusions
	References




