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Abstract

Background: Patient and family engagement (PE) in healthcare planning and improvement achieves beneficial outcomes and is widely advocated,
but a lack of resources is a critical barrier. Little prior research studied how organizations support engagement specifically in hospitals.

Objective: \We explored what constitutes hospital capacity for engagement.

Methods: \We conducted descriptive qualitative interviews and complied with criteria for rigour and reporting in qualitative research. We inter-
viewed patient/family advisors, engagement managers, clinicians and executives at hospitals with high engagement activity, asking them to
describe essential resources or processes. We used content analysis and constant comparison to identify themes and corresponding quotes
and interpreted findings by mapping themes to two existing frameworks of PE capacity not specific to hospitals.

Results: \We interviewed 40 patient/family advisors, patient engagement managers, clinicians and corporate executives from nine hospitals
(two < 100 beds, four 100 + beds, three teaching). Four overarching themes about capacity considered essential included resources, training,
organizational commitment and staff support. Views were similar across participant and hospital groups. Resources included funding and people
dedicated to PE and technology to enable communication and collaboration. Training encompassed initial orientation and project-specific training
for patient/family advisors and orientation for new staff and training for existing staff on how to engage with patient/family advisors. Organizational
commitment included endorsement from the CEO and Board, commitment from staff and continuous evaluation and improvement. Staff support
included words and actions that conveyed value for the role and input of patient/family advisors. The blended, non-hospital-specific framework
captured all themes. Hospitals of all types varied in the availability of funding dedicated to PE. In particular, reimbursement of expenses and
compensation for time and contributions were not provided to patient/family advisors. In addition to skilled engagement managers, the role of
clinician or staff champions was viewed as essential.

Conclusion: The findings build on prior research that largely focused on PE in individual clinical care or research or in primary care planning and
improvement. The findings closely aligned with existing frameworks of organizational capacity for PE not specific to hospital settings, which
suggests that hospitals could use the blended framework to plan, evaluate and improve their PE programs. Further research is needed to yield
greater insight into how to promote and enable compensation for patient/family advisors and the role of clinician or staff champions in supporting
PE.
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Introduction in enhanced service delivery, patient experiences and clinical

Healthcare organizations are increasingly involving patients
(and family) in planning and improving facilities and ser-
vices. In this context, patient engagement (PE) is defined as
patients, families or their representatives and health profes-
sionals working in active partnership in organizational design
and governance to improve health and healthcare [1]. Accu-
mulated evidence shows that PE at the organizational level can
lead to the development of policies, programs or resources
that are tailored to patient needs and preferences, resulting

outcomes [2, 3]. However, a lack of organizational resources
has been identified as a critical barrier to PE [4, 5].

Two prior research studies provided key foundational
insight into the conditions needed to enable PE. Those con-
ditions included processes or tasks, resources and context
dedicated to or supportive of PE, which together consti-
tuted organizational capacity for PE [6, 7]. An investiga-
tion by Baker et al. involving 10 case studies from three
countries revealed that ‘engagement-capable’ organizations
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were characterized by the following three key processes:
enlisting and preparing patients, supporting staff to engage
with patients and visible leadership support for PE [6]. The
Measuring Organizational Readiness for Patient Engagement
(MORE) framework was developed by Oostendorp et al.
using a two-round Delphi survey completed by healthcare
managers, policy makers, clinicians, patients and researchers
from 16 countries [7]. MORE includes 22 items reflecting
organizational capacity for PE described as tasks (e.g. sharing
the organizational vision for PE with all employees), resources
(e.g. training health professionals in PE) and context (e.g. per-
formance measures include PE). Although both frameworks
provided insight into what constitutes organizational capac-
ity for PE (e.g. essential infrastructure), the two frameworks
seemingly differ, highlighting the need for additional insight
into the components of organizational capacity.

Moreover, prior research on PE was largely conducted in
primary care rather than hospitals [2], which account for the
largest share of health spending in many countries [8]. By
virtue of the type and range of care they provide, spanning
ambulatory, acute and emergent, capacity required for PE in
hospitals may be unique from other care settings. Hospital-
based PE studies have identified barriers of PE [4, 5], described
projects involving PE [9] or focused on practices used to
engage patients in their own clinical care [10]. Given the
importance of PE in improving health care quality [2, 3], the
need to better understand organizational capacity for PE [6-8]
and a lack of such research in hospital settings [2], the over-
all aim of this study was to explore what constitutes hospital
capacity for PE. The objective was to interview those involved
in hospital PE to identify existing and needed infrastructure or
processes considered essential to PE capacity.

Methods
Approach

We employed a qualitative design to thoroughly explore
the recommendations of individuals involved in hospital PE
[11]. Interviews were conducted using a qualitative descrip-
tive approach, which does not test or generate theory but
instead explores experiences and perspectives and works to
identify barriers and suggested solutions for improvement of
health services [12]. We complied with the 32-item Consoli-
dated Criteria for Reporting Qualitative Research standards
and other techniques for enhancing rigor; for example, we
described researcher characteristics (noted the types of indi-
viduals on the research team and the training and positions
of the primary researchers who analyzed data), the qualita-
tive approach (noted and rationalized the choice of qualitative
description), sampling and recruitment methods (described
and rationalized the types of persons we wished to inter-
view, how they were identified and how they were contacted),
how data saturation was assessed (who established satura-
tion and how), data collection (who conducted interviews
and what questions were asked), data analysis (performed
in duplicate then reviewed by research team) and all themes
(fully reported in online-only file, key themes and exemplar
quotes described in text and tables) [13, 14]. The research
team contributed to research design and planning, ques-
tion development, data analysis and interpretation of the
findings. The research team included four health services
researchers, three patient research partners, two PE managers,
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a biostatistician and representatives of the Ontario Ministry of
Health, Ontario Hospital Association and Canadian health-
care accreditation agency. All participants provided written
informed consent prior to interviews. We had no prior rela-
tionship with research participants. The University Health
Network Research Ethics Board approved the study (Study
ID 18-5037).

Sampling and recruitment

We used purposive sampling to recruit individuals whose PE
experiences and perspectives might vary by role (managers
responsible for PE, patients/family, clinicians, corporate exec-
utives), type of hospital (<100 beds, 100+ beds, teaching) and
healthcare region in Ontario, Canada. We also used snow-
ball sampling, a standard approach in qualitative research,
by first interviewing PE managers, who then referred us
to patients/family, clinicians and corporate executives. We
recruited participants from hospitals with high PE capacity
identified by our prior survey of hospital PE managers in
which they were asked about infrastructure and processes for
PE [3]. Using Multiple Correspondence Analysis, a form of
multivariate analysis, hospitals with high capacity for PE were
distinguished from others by the following two characteris-
tics: they featured PE in planning and improvement activities
across multiple clinical and corporate departments and they
employed a variety of engagement approaches (e.g. inform
and consult through surveys or interviews and involve and
partner in standing committees or project teams). While that
prior research did not assess outcomes associated with high
PE capacity, individuals recruited from these hospitals could
speak about the capacity needed to undertake PE. We aimed
to recruit one PE manager, two patients/family and two clin-
icians from two hospitals of each type for a minimum total
of 30 interviews. We first contacted PE managers by email
on 13 January 2020 and closed recruitment on 16 July 2020.
We sampled concurrently to data collection and analysis and
proceeded until thematic saturation was achieved, meaning
no further unique themes emerged with successive interviews.
We determined this by discussion among the investigators.

Data collection

We conducted interviews by telephone between 21 January
2020 and 16 July 2020. NA (MPH, Research Associate) and
ARG (PhD, Senior Scientist/Professor) jointly conducted the
first two interviews, independently reviewed transcripts, then
discussed and refined wording of interview questions. NA
subsequently conducted all interviews. As noted, qualitative
description is neither based on nor generates theory [12], and
there is no validated instrument that measures organizational
capacity for PE to inform interview questions. In keeping with
the goal of qualitative description to identify barriers and cor-
responding solutions, we derived interview guide questions
(Supplementary File 1) based on the study objective (‘to iden-
tify existing and needed infrastructure or processes considered
essential to PE capacity’) and employed broad open questions
to avoid leading interview participants: what characteristics
or conditions led to successful PE, what key challenges did you
experience and how did you overcome them or what would
you do differently and what could better equip hospitals to
support PE. Interviews ranging from 21:38 to 73:29 min were
audio-recorded and transcribed.
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Table 1 Participant characteristics

Affiliation by hospital type

Role <100 beds 100+ beds  Teaching  Sub-total

PE managers 2 4 2 8

Patient/family 4 10 6 20
advisors

Clinicians 2 6 2 10

Corporate 0 1 1 2
executives

Sub-total 8 21 11 40

Data analysis

We employed content analysis to identify themes induc-
tively through constant comparison and used Microsoft Office
(Word, Excel) to manage data [11, 12]. NA and ARG
independently coded the first two interviews, then discussed
coding to develop a preliminary codebook of themes and
exemplar quotes (first-level coding). NA coded subsequent
interviews to expand or merge themes (second-level coding).
NA and ARG met on two subsequent occasions to review,
discuss and refine coding. We tabulated data (themes, quotes)
by participant role and hospital type to compare themes. The
research team then reviewed themes and quotes.

We blended existing non-hospital-specific frameworks
describing PE capacity to further interpret findings and
identify if or how capacity for PE was unique to hospi-
tals [6, 7]. All 22 components of Oostendorp’s MORE
framework aligned with the three key processes of Baker
et al.’s Engagement-Capable Environment framework (enlist
and prepare patients, support staff to engage patients,
leaders visibly support PE), although not as organized by
MORE’s three categories (resources, tasks, context) [6, 7].
NA and ARG independently mapped themes and exemplar
quotes to the blended framework. NA and ARG then com-
pared mapping, which the research team then reviewed and
interpreted.

Results

Participants

We interviewed 40 participants, including 20 patient/family
advisors, 10 clinicians, 8 PE managers and 2 corporate exec-
utives who were affiliated with nine hospitals: two <100 beds
(8 participants), four 100+ beds (21 participants) and three
teaching (11 participants) hospitals (Table 1). Patient/family
advisors had a mean age of 66.2 years, 75.0% were women,
and 90.0% identified as Caucasian. Clinicians were 90.0%
women and all were mid- or late-career. Clinicians included
one physician, six nurses, one social worker and two occu-
pational therapists. PE managers had a mean 10.9 years of
experience in PE roles and 75.0% were women. One corpo-
rate executive was a woman. One corporate executive was
early-career, the other mid-career.

Supplementary File 2 includes data. Themes with
select quotes are discussed here. There was no discrep-
ancy in themes by role (patient/family advisor, PE man-
agers, clinicians, corporate executives) or hospital type
(<100 beds, 100+ beds, teaching). Patient/family advi-
sors expressed several unique themes noted throughout the
following results, possibly because they comprised half

of the interview participants or because of their unique
perspective.

Essential components of hospital capacity for PE
When asked about capacity required for PE, participants
described multiple conditions and processes, either present
or absent, categorized as resources, training, organizational
commitment and staff support (Table 2). When present,
capacity resulted in PE being ‘inter-woven into the culture of
the organization’.

Resources

Resources included operational funding, people and technol-
ogy. Funding was used to establish, engage, maintain and
compensate a group of patient/family advisors and to cover
the cost of release time for staff so they could participate
in PE activities. Resources also included PE managers and
staff dedicated to PE and other hospital staff, referred to as
‘champions’, who were essential to facilitating PE activities.

We chose representatives from each of our programs so
that when our patient and family advisors were rotating
sites that they had at least one contact person and point
where they felt comfortable and that they could go to (034
clinician 100+)

PE managers and clinicians said they could accomplish
more if they had operational funding and staff dedicated
to PE. Such dedicated resources would overcome a lack of
funding to implement patient/family informed ideas and com-
peting demands that constrained staff participation on PE.
Noted largely by those who said it was absent, technology
viewed as necessary to support PE included information sys-
tems that enabled communication including email and virtual
meeting applications. Only one participant (clinician from
a teaching hospital) said that patient/family advisors were
compensated for PE activities.

It’s a gaping hole in engagement that the only person in
the room not being paid to be there is the patient, whose
voice is apparently critical to the work. The advisors at my
hospital essentially pay to volunteer. They pay their mileage
or their time, they take time off work, they may pay for
babysitters (029 patient/family 100+)

Training

Training for patient/family advisors included general orien-
tation sessions or readings, meetings or workshops specific
to assigned PE activities. Training for staff included orien-
tation sessions for both current and newly hired staff on
how to engage with patient/family advisors. One corporate
executive noted that establishing roles and responsibilities
for all involved at the outset of PE projects should be part
of orientation sessions and was essential to project success
(032 corporate executive 100+). No participants mentioned
an absence of training.

Every month at orientation, we as patient advisors have an
hour and a half to spend with new staff. I got a chance to
talk about what a patient advisor is, what we do, etc. (005
patient/family teaching)
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Organizational commitment

Organizational commitment to PE included endorsement at
the level of the CEO and Board, which was enacted by
involving patient/family advisors as Board members, or instat-
ing Board members on patient/family advisory committees.
One corporate executive said that the hospital constantly
strived to evaluate and improve PE based on feedback from
patient/family advisors.

I think the CEO and the executive leadership believe
engagement is essential; it’s not nice to have, it’s a need
to have. That filters down in all the work I see (029
patient/family 100+)

We always survey and get feedback from the patient and
family advisors on how we can improve engagement...
(032 corporate executive 100+)

Patient/family advisors emphasized that hospital commit-
ment to PE was also evident in the actions of hospital staff,
including physicians and administrators. This was not always
the case; in some hospitals, staff were uncomfortable with
feedback from patient/family advisors.

The staff were very nervous about having a patient
involved and there was a lot of tension in the room when I
sat down at the table (007 patient/family teaching)

One patient/family advisor said that it would be impor-
tant to widely communicate the impact of their involvement
in planning and improvement to the general public.

We really need to find some way to get the information
out to the public about what the work these hospitals
are doing with their community members involved (035
patient/family <100)

Staff support

Patient/family advisors emphasized that staff behaviour
encouraged and supported patient/family participation and
conveyed value for their role. In such cases, staff were recep-
tive to their input, treated them as equals, expressed genuine
interest in their ideas and opinions and used their feedback to
make decisions. Staff also explicitly expressed appreciation to
patient/family advisors for their input.

There hasn’t been anything that I’'ve been involved in at the
hospital where I haven’t felt like I'd been valued. I didn’t
feel like I was just a warm body sitting on a chair around
a committee table (019 patient/family 100+)

We’re not treated as add-on’s, we’re not treated as must
do’s, or an irritant to the system, we’re treated as a resource
that adds quality to the hospital experience... Somebody
comes back to you and says, here’s how your comments
changed what we did (014 patient/family teaching)

In contrast, some patient/family advisors said they were
not consulted in scheduling meetings at a mutually conve-
nient time and details or acronyms were not explained to them
during meetings such that they could actively contribute.

Anderson et al.

Comparison with a blended framework of capacity
for PE

Our findings corresponded to all components of the blended
framework of PE capacity (Table 3). For example, Baker
et al. include ‘enlists and prepare patients’, Oostendorp et al.
include ‘access to patient representatives’ and participants
in our study recommended “operational funding dedicated
to PE (establish, maintain, engage patient-family advisors).
No additional unique themes emerged. Mapping concor-
dance suggests that capacity for PE in hospitals is similar
to that in other health care settings and further bolsters our
findings.

Discussion
Statement of principal findings

Interviews with 40 patient/family advisors, PE managers, clin-
icians and executives involved in PE at diverse hospitals gener-
ated insight into capacity considered essential to PE including
resources, training, organizational commitment and staff sup-
port. Resources included funding and people dedicated to
PE and technology to enable communication and collabora-
tion. Training encompassed initial orientation and project-
specific training for patient/family advisors, orientation for
new staff and training for existing staff on how to engage with
patient/family advisors. Organizational commitment included
endorsement from the CEO and Board, commitment from
staff and continuous evaluation and improvement. Staff sup-
port included words and actions that conveyed value for the
role and input of patient/family advisors. The blending of two
prior frameworks, not developed specifically for hospitals,
captured all themes that emerged from this research.

Strengths and limitations

Strengths of this research included use of robust qualitative
methods that complied with reporting criteria and standard
techniques for ensuring rigour [11-14]. The research was
guided by multiple points of input and review by an interdis-
ciplinary research team that included three patient research
partners with hospital PE experience. Given that participants
were affiliated with hospitals with a high level of PE activity,
they provided insight based on considerable experience and
related expertise developed through active involvement in PE.
Participants represented different roles and hospital types, and
there was a high level of agreement across types of participants
and hospitals. Beyond analyzing and reporting themes reflect-
ing participant recommendations, we mapped our hospital-
specific themes to two general framework of PE capacity,
demonstrating good concordance between prior frameworks
and with our findings [7]. With respect to limitations, all
participants were affiliated with hospitals in one Canadian
province, therefore findings may not be relevant to hospitals in
other countries with differing PE practices or health systems.
The study was conducted during the COVID-19 pandemic so
few corporate executives were available for interviews. We
used snowball sampling, relying on PE managers to refer us
to patients/family and staff involved in PE projects, which
may have led to recruiting individuals with biased views on
PE capacity. This did not appear to be the case because par-
ticipants described instances where capacity was sufficient
and where it was lacking. Given that leaders are essential to
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organizational capacity for PE, future research should explore
challenges and solutions to hospital PE from this perspective.

Interpretation within the context of the wider
literature

Prior research regarding PE largely focused on engaging indi-
viduals in their own clinical care or as members of research
teams [10, 15, 16]. For example, a scoping review of 87
articles described how patients participated in their own care
while hospitalized [10], and a systematic review of 142 studies
described identified the research tasks in which patients were
most commonly engaged and barriers of doing so resulted in
potentially tokenistic involvement [16]. Other research on PE
in healthcare organizations was conducted in the primary care
context, revealing numerous barriers [2, 4, 5]. For example,
a narrative review of 30 articles of patient/family partnership
in ambulatory care quality improvement found that providers
were uncertain about how best to involve patients and family
or did not consider partnerships due to a lack of resources,
and patients/family were not interested or comfortable with
participating [4]. A review of qualitative research identified
a range of enablers and barriers of PE in quality improve-
ment in the primary care context [17]. Synthesized findings
identified two over-arching themes: patient involvement in
quality improvement was enabled by clearly establishing roles
from the outset and training patients, and with such support,
unexpected innovations occurred. Little prior research exam-
ined infrastructure for organizational-level PE in hospitals.
Malloggi et al. surveyed 213 healthcare workers in a French
university hospital, revealing they had engaged patients in
developing care pathways, patient education programs and
continuing education of healthcare professionals, but not the
underlying resources or processes [18]. A scoping review
specific to hospital-based PE for planning and improvement
included only 10 studies published in 2016 or earlier [3].
Included studies provided little detail about precisely how
patients were engaged. For example, a survey of hospital qual-
ity managers found that 50% of hospitals engaged patients,
and in 65% of those hospitals, patients were members of
quality committees, but the survey did not gather informa-
tion about organizational characteristics that supported PE
[10]. Thus, our research is unique from prior research, as it
focused on PE for planning and improvement specifically in
hospital settings and provided insight into what constitutes
hospital capacity for PE based on the perspectives of a range
of stakeholders (patient/family advisors, PE managers, clini-
cians, executives) affiliated with diverse hospitals (<100 beds,
100+ beds, teaching) featuring high level PE activity.

Implications for policy, practice and research

Several key findings warrant discussion. Hospitals of all
types varied in the availability of funding dedicated to PE.
Across most participant and hospital types, reimbursement of
expenses and compensation for time and contributions were
not provided to patient/family advisors. Paying patients is
increasingly viewed as a fair and essential practice that reduces
power imbalances, shows respect and value for patient/family
advisors, demonstrates organizational commitment to PE and
eliminates barriers to participation, thereby enhancing equity
and diversity [6]. Four patients with international engage-
ment experience offered guidance on appropriate levels of

1"

payment for different types of contributions [19]. Another
study involving a survey and workshop with patients with
engagement experience revealed that compensation eliminates
barriers to participation among marginalized groups [20].
Further investigation is needed to establish why, when PE
is widely considered essential, patient/family advisors con-
tinue to function as volunteers. We also identified a range of
enablers and barriers of identifying and meaningfully engag-
ing patient-family representatives in hospital PE [20]. Those
findings are reported elsewhere in detail, but in brief, included
engaging diverse patients, prioritizing what benefits many,
matching patients to projects, involving a critical volume of
patients, requiring at least one patient for quorum and asking
involved patients to review outputs.

This study revealed that skilled and supportive staff are
considered an essential component of hospital PE capacity.
A literature review and interviews with 15 engagement pro-
fessionals (setting of care not specified) and 16 consumers
identified multiple responsibilities of engagement profession-
als organized in the following four categories: advocacy,
education, facilitation and administration [21, 22]. The
same study also revealed the important role of champions.
While prior research has examined the roles, attributes and
impact of opinion leaders and middle managers in improv-
ing quality of care [23, 24], the concept of champions has
not been explored in the PE context. Future research is
needed to more thoroughly understand how clinician cham-
pions promote and enable PE, and the potentially intersecting
champion roles of high-level executives, PE managers and
clinicians.

Themes that emerged in this study reflecting components
of capacity considered essential to hospital PE mapped to
two prior frameworks that were not specific to hospital plan-
ning and improvement (Table 3) [6, 7]. For example, both
frameworks generated by Baker and Oostendorp referred
to resources dedicated to enlisting, training and supporting
patient/family involvement as did our study. Both frame-
works referred to enabling staff to support patient/family
involvement, and our study also found that staff training and
dedicated staff (PE managers, clinical champions) enabled PE.
The two frameworks and our study confirmed that visible
leadership commitment to PE such as an explicit vision and
communication about PE create an environment conductive
to PE. This concordance between two foundational frame-
works developed through research in multiple countries and
with our results in Canada in the context of hospital PE under-
scores the reliability of our findings and their transferability
or relevance beyond our research setting. Concordance also
suggests that the blended framework may be a suitable tool
for hospitals to evaluate and strengthen their PE programs.
Hospital executives, clinicians engaged in PE or PE managers
could use the blended framework to assess their current PE
infrastructure and processes, and where gaps were identi-
fied, allocate resources. Hospitals newly embarking on PE
could use the blended framework as the basis for strategic and
operational planning.

Conclusions

This study aimed to explore what constitutes hospital capac-
ity for PE in planning and improvement activities. Interviews
with 40 patient/family advisors, PE managers, clinicians and
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executives affiliated with hospitals featuring high levels of PE
activity revealed multiple components of hospital PE capac-
ity organized in four over-arching themes: resources, training,
organizational commitment and support from staff. The find-
ings build on prior research that focused on PE in individual
clinical care, research or primary care planning and improve-
ment. The findings closely aligned with prior frameworks of
organizational capacity for PE not specific to hospital set-
tings, which suggests that hospitals could use the blended
framework to plan, evaluate and improve their PE programs.
Further research is needed to yield greater insight into how to
promote and enable compensation for patient/family advisors
and the role of clinician or staff champions in supporting PE.

Supplementary material

Supplementary material is available at International Journal
for Quality in Health Care online.
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