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Abstract

Background: Patient engagement (PE), patients’ meaningful involvement in research
through partnerships and sensitivity to their expertise, is receiving attention.
However, PE initiatives are poorly reported and little is known about patients’ per-
spective on PE.

Objective: To document and evaluate the first phase (22 months) of a PE Project for
the I-Score Study which is developing a patient-reported measure of HIV treatment
adherence barriers, we describe the nature of PE conducted, determine the level of
PE achieved and present its impacts from the engaged patients’ perspective.
Setting and participants: A Montreal-based committee of ten people with HIV was
recruited from community and clinical settings and participated in: I-Score study de-
cision making, knowledge dissemination, research on the experience of people with
HIV and the PE project’s evaluation.

Methods: The evaluation followed a convergent parallel mixed-methods design. Data
collection included participant observation, a satisfaction survey and meeting min-
utes/transcriptions. Analysis entailed reporting PE activities, generating descriptive
statistics and thematically analysing qualitative material.

Results: PE consisted of twelve meetings, including two focus groups (needs assess-
ment), in addition to four knowledge dissemination activities. PE levels showed an
increase: the first four regular meetings entailed information/consultation, while
subsequent meetings reached implication/collaboration. Regarding impacts, patients
indicated high and stable satisfaction rates (M = 4.4/5; SD = 0.76). Furthermore, the-
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matic analysis identified “positive interactions,” “co-learning,” “self-determination,”
and “the collective management of confidentiality” as important PE impacts for en-
gaged patients.

Conclusion: This PE Project evaluation highlighted growing engagement levels, high

satisfaction rates and the importance of a patient-centric approach to PE.

This is an open access article under the terms of the Creative Commons Attribution License, which permits use, distribution and reproduction in any medium,

provided the original work is properly cited.
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1 | INTRODUCTION

Patient engagement (PE) refers to patients’ meaningful involvement
in potentially all steps of research to account for their expertise and
perspective relative to their health condition, treatments and care.!
PE represents a shift? emphasizing: the importance of values and
deliberation in health-related decision making;>* patients’ auton-
omy;® sensitive listening and accountability to their circumstances;
and partnerships.6 Given that PE treats patients as actors in research
and of their own care, it involves joint action and co-construction
of knowledge to empower patients, democratize knowledge and re-

duce paternalism in health care.”*°

Several frameworks”?!17

are available to guide its practice. PE
has been conceived as a spectrum ranging from: (a) information (in-
forming patients); (b) consultation (obtaining patients’ perspective);
(c) implication (accounting for patients’ concerns in decision making);
and (d) collaboration (partnering with patients in decision making); to
(e) empowerment (placing decisions in patients’ hands).2%'®%’ PE has
broad applicability in research; it is used with different: health con-
ditions (cancer, chronic pain, diabetes, etc.), populations (eg, older
people), interventions (eg, physiotherapy, surgery), settings (eg,
homelessness, community) and methodologies (eg, systematic re-
view, health technology development).2%2! It is also gaining greater
attention, in part, as it is reported to improve the quality of research
and care.7:810.11,22,23

There have been calls since the beginning of the 1980s to
involve people living with HIV (PLHIV) in all aspects of the re-
sponse to the epidemic,24*25 through PE, among other practices.
Facilitators of PE with PLHIV include: direct communication be-
tween engaged PLHIV, care providers, or investigators,?® active
listening to PLHIV’s concerns, and emphasis on patient-tailored
health-related information PLHIV can use in their daily lives.?’
Challenges noted by UNAIDS?* and investigators28 include so-
cial and gender inequalities, concerns about disclosure and felt
stigma.?*28 Greater consideration of how engaged PLHIV perceive
PE or tackle these challenges is needed.?’

Methodologically, several limitations of PE have been raised.
For instance, it is often unclear what process or model of PE was
applied.m'm'31 PE evaluation designs and methods are generally
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inadequately describe and many aspects of PE initiatives are

underreported, including recruitment, participation rate, patient sat-
isfaction, frequency or details of PE activities, and impacts.32343>
Overall, few studies have incorporated the patient perspective in PE
evaluation.3>38 Doing so is important as investigators and patients
can disagree on patients’ functions®® which may negatively impact
patients’ retention®? and satisfaction with PE.3”*® Furthermore, in
Canada, PE uptake remains slow and identifying ways to increase
benefits for patients is needed to optimize their enrolment and re-
tention in PE.%® Involving patients in PE evaluation and gaining their
perspective on PE could help.%’

To address these concerns, this paper’s objectives are to docu-
ment, in detail, and evaluate a PE Project’s first phase (November
2015-September 2017), reporting: 1) the nature of PE conducted,

2) levels of PE achieved and 3) its impacts from the perspective of
engaged PLHIV.

2 | METHODS

2.1 | Patient engagement project context

This article focuses on a PE Project (hereafter, the Project) de-
signed for the I-Score Study, a study launched in January 2016 to
create, validate and integrate into HIV clinical practice an electronic
patient-reported outcome measure (PROM) of antiretroviral treat-
ment (ART) adherence barriers. Its rationale and exploratory multi-
method (qualitative and quantitative) four-step design are explained
elsewhere.*! So far, I-Score investigators have completed its first
step, that is, the generation of the PROM'’s conceptual framework
and its items, informed by qualitative interviews with PLHIV, a re-
view of HIV-specific PROMs* and a synthesis of qualitative re-
search with PLHIV on ART adherence barriers.*3

2.2 | Patient engagement project rationale

The Project was initiated when |-Score Study investigators real-
ized that the PROM'’s success depended on evidence of its value to
PLHIV** and other stakeholders.

The |-Score investigators chose a mode of PE consisting of an
advisory committee of PLHIV, which promised direct, equitable and
continuous engagement of patients in decision making throughout
the Study. Such continuous partnerships are reported to optimize
research outcomes of PE.}%%! |n addition, investigators understood
that combining PE with participation in research could add value to
PE.****” However, it is important to clearly distinguish PE activities
from engaged patients’ participation in research.*’” Hence, investi-
gators attributed three main functions to the committee. Members

were:

1. Stakeholders in decision making about the |-Score Study. This
implied attending meetings consisting of deliberative discus-
sions*® to make recommendations to investigators on issues
raised while conducting the Study and being involved in the
evaluation of the Project.

2. Actors in knowledge dissemination. This consisted of collaborating
with investigators in the organization/presentation of knowledge
dissemination activities (KDAs) to disseminate I-Score Study re-
search results in the HIV, health-care provider or academic
communities.

3. Participants in qualitative and quantitative research. This included
participation in data collection activities to document their per-
spective on the Project and issues relevant to the I-Score Study.

This article reports on the evaluation of the PE Project during its
first phase (November 2015-September 2017).

Ethics approval is generally not required for PE.***’ However, be-
cause engaged patients were involved as participants in research, the
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Project was submitted to the Research Ethics Board of the Research
Institute of the MUHC which approved it on 8 September 2015. Thus,
engaged patients had to give their informed consent. The investigators
also decided to financially compensate them to recognize their con-
tributions (50 CAD per participant, per meeting or KDA) and because
monetary incentives have positive impacts on PLHIV’s welI-being.50

2.3 | Patient engagement project implementation:
forming the I-Score Consulting Team

The advisory committee, subsequently renamed by members as
the I-Score Consulting Team (henceforth, the Team), was formed in
October 2015. Drawing on qualitative research methods, investiga-
tors used a maximum variation sampling technique, which aims to
capture a wide range of perspectives.51 Sampling sought to include
PLHIV with: different durations of ART use (three months minimum),
varying levels of experience with HIV research or community organ-
izing and abilities to share experiences in a group.52 We sought rep-
resentation of different age groups and of the main groups affected
by HIV in Quebec, that is, gay, bisexual, and other men who have
sex with men (62% of PLHIV in Quebec), people from HIV endemic
countries (15%), heterosexual women (10%) and people who inject
drugs (4%).%% Investigators arbitrarily decided that the Team would
include a maximum of ten members, all adults, based in Montreal,
Canada. As in similar initiatives,>*°> the chosen Team size reflected
concerns for the viability of the Project: it seemed favourable to the
development of meaningful relationships and to ensuring sufficient
attendance.

To recruit Team members and obtain their informed consent, four
Montreal-based community organizations or initiatives with which I-

Score investigators had previously collaborated (AIDS Community

TABLE 1 Characteristics of I-Score Consulting Team members

Age group (in

Member?® years) Group

01 30-39 White MSM

02 30-39 White MSM

03 30-39 European White MSM
04 40-49 African WSM

06 50-59 African WSM

07 50-59 White WSM

08 50-59 White WSM ex-PWID
12 50-59 White MSM

15 60-69 African MSW

16 20-29 African woman self-

identified as queer

Number of years on

ART

3 to 6 years

Over 10 years

Less

Over 10 years

Over 10 years
1to 3 years

Over 10 years
Over 10 years
Over 10 years

Over 10 years

WILEY--2

Care Montreal, Portail VIH/Sida du Québec, Maison Plein Coeur,
Projet PluriELLES) and health professionals at the McGill University
Health Centre (MUHC) displayed flyers or suggested potential mem-
bers. Interested individuals (n = 19) contacted DL and IT by phone.
The Project’s main objectives and general expectations (eg, to at-
tend meetings, participate in KDAs) were explained. One person
withdrew at this stage without explanation.

DL met in person with the remaining eighteen candidates to dis-
cuss in detail the conduct of meetings, the committee’s functions
and the anticipated composition of the Team, entering information
into a loghook on: when they were diagnosed; when they initiated
ART; the extent of their participation in community organizing or
research; their sex, age, sexual orientation and country of origin;
and their experience using injected drugs. He also explained and
handed to candidates an informed consent document, summariz-
ing the objectives of the Project, the committee’s functions, an-
ticipated results, potential risks and benefits, measures to ensure
Team members’ confidentiality and the main investigators’ contact
information. Finally, investigators selected Team members based
on information provided during this meeting and asked the candi-
dates to return the signed informed consent document at the first
Team meeting.

Table 1 presents Team members’ characteristics.

2.4 | Patient engagement project evaluation

2.4.1 | Design

The evaluation of the PE Project followed a convergent parallel

6

mixed-methods design,S combining qualitative and quantita-

tive®” data collection and analysis methods, in order to confirm/

Reported experience in research/community
organizing

Involvement in several HIV community organiza-
tions; experience in community-based research
Involvement in several community organizations

than 1 year Professional background in academic research;

participant in clinical research

Experience in community-based research;
participant in clinical research

Involvement in an HIV community organization
None

Participant in clinical research

Involvement in an HIV community organization

Involvement in several HIV community organiza-
tions; participant in clinical research

Involvement in an HIV community organization

MSM, man who has sex with men; MSW, man who has sex with women; PWID, person who inject drugs; WSM, woman who has sex with men.
Member number refers to the order in which individuals were recruited for consideration for the Team.
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complement and triangulate information using different data-
sets,”” and involving Team members in the co-construction of
knowledge.sg'59 While PE evaluation designs often combine dif-
ferent methods, there is no consensus on how to involve patients

in PE evaluation.®

2.4.2 | Data collection

Several data collection methods were used, and all Team members
were aware of these.

Through participant observation,’® with DUs work as a facilitator,
detailed notes were taken on attendance, meeting duration, changes in
facilitators, discussion themes, Team members’ functions, and, if appli-
cable, their associated research activity and impacts on Team members.
To identify discussions, after each meeting, DL examined his meeting
notes in relation to the topics or tasks proposed in the meeting agenda,
adjusting or adding such “themes” as necessary. The meeting minutes,
organized by theme, were then transferred to members for validation.

As a part of collecting data on the patient perspective on PE,
an anonymized satisfaction survey was used, which was inspired
from instruments used in previous engagement initiatives.®%?
The survey had two sections. A quantitative section allowed
members to rate their satisfaction with a 5-point Likert scale on
different aspects of the meeting (see Table 2). A qualitative sec-
tion asked open-ended questions on elements of the meeting that
went well/wrong and impacts of the Project, including elements
that were considered important, were learned or could change
their behaviour. Members filled out the survey on odd-numbered
Team meetings. At the end of even-numbered meetings, DL also
asked the Team to respond to the open-ended survey questions
in a group discussion.

Each meeting was audio-recorded (qualitative data) to complete
observational notes and survey data, and document members’ per-

ceived impacts of the Project.

2.4.3 | Data analysis

To describe the nature of PE, we entered meeting characteristics
from observational notes into a Microsoft Word table and examined
changes over time.

To determine the level of PE achieved, we referred to the
International Association of Public Participation’s spectrum of engage-
ment, 4817 classifying each Team discussion along the continuum. This
was done by considering observational notes, transcripts, tasks given to
or determined by the Team members’ themselves, member functions
and their overall influence in decision making. Attributed level of PE (see
Table 3) was validated with the Team and other investigators.

To define impacts of PE from the patient perspective, we generated
descriptive statistics for each quantitative satisfaction survey item. We
also analysed member-identified impacts by conducting an inductive the-
matic analysis63 of the qualitative responses to the satisfaction survey
and of meeting transcripts. After multiple readings, DL coded the relevant
material and generated themes®* which were assessed and discussed
with other investigators for coherence and accuracy. During the two
last meetings, they discussed their perceived impacts of the PE Project
(Meeting 11, Discussion 34) and were involved in the PE evaluation by
discussing the satisfaction survey results and the preliminary qualitative
analyses (Meetings 12, Discussion 37). This helped ensure no impact was
missed and allowed members to explain the results in their own words.®®
Such respondent validation can limit biases, increase the trustworthiness

of analyses and ensure the integrity of interpretations.®%”

3 | RESULTS

3.1 | Nature of PE

The nature of PE includes details on the meetings’ discussion themes,
functions held by members and the KDAs. Table 3 shows meeting, dis-
cussion and KDA characteristics summarized from observational notes.

TABLE 2 Team members’ satisfaction with features of the meetings®; average (range; standard deviation)b

Aspect Meeting #3 Meeting #5

Interest 4.3 (3-5;0.87) 4.7 (3-5; 0.71)
Relevance 4.2 (3-5;0.97) 4.7 (3-5;0.71)
Enjoyment 4.3(3-5;0.87) 4.7 (3-5; 0.71)
Meeting with people 4.2 (3-5; 0.83) 4.4 (3-5;0.73)
Learning new information 3.2(2-5;0.87) 4.2 (2-5; 1.20)
Learning new skills 3.8(3-5;0.97) 4.2 (3-5;0.83)
Venue/facility 3.8 (1-5; 1.30) 4.2 (3-5;0.97)
Event timing 3.9 (3-5;0.71) 4.3 (3-5;0.73)
Facilitation 4.7 (4-5; 0.50) 4.7 (3-5; 0.73)
Catering/refreshments 4.1 (3-5;0.93) 4.0(3-5;0.97)
Global average per 4.0(1-5;0.91) 4.4(3-5;0.82)

meeting

2Scale of 1 (completely unsatisfied) to 5 (completely satisfied).

Meeting #7 Meeting #9 Meeting #11

4.6 (3-5; 0.74) 4.6 (3-5;0.79) 4.6 (3-5;0.79)
4.6 (3-5; 0.74) 4.6 (3-5; 0.79) 4.6 (3-5;0.79)
4.6 (3-5; 0.74) 4.4(3-5;0.79) 4.6 (3-5;0.79)
4.5 (3-5; 0.76) 4.1 (3-5; 1.00) 4.3 (4-5;0.53)
4.6 (3-5;0.74) 4.4 (3-5;0.98) 4.1(3-5; 0.69)
4.6 (4-5;0.52) 4.6 (3-5;0.77) 4.3 (3-5; 0.76)
4.3(3-5;0.71) 4.1(3-5;0.69) 4.6 (3-5;0.77)
4.6 (4-5;0.52) 4.0 (3-5; 0.69) 4.1(3-5; 0.76)
4.8 (4-5;0.46) 4.9 (4-5;0.38) 4.7 (4-5; 0.49)
4.8 (4-5;0.46) 4.7 (4-5; 0.49) 4.4 (3-5;0.79)
4.6 (3-5; 0.63) 4.4 (3-5;0.75) 4.4 (3-5;0.70)

PMembers did not fill out the satisfaction survey during Meetings 1 and 2 because these were structured focus groups.
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TABLE 4 Meeting and survey comments exemplifying member-identified impacts of patient engagement in the Project

Member-identified
impacts

Positive
interactions

Co-learning

Self-determination

Collective
management of
confidentiality

Example comments from the satisfaction
surveys®

Things that went well

"Exchanging with others”

"The flow of communication”

"Good interpersonal contact”

"Flow of conversation, people voicing opinions”

"Turn to speak”

"Flow of conversation, humor”

Things members will remember

"All participants having their say”

Things members learned about themselves

"I have to keep on improving the way | receive
others’ opinions”

Things members will remember

"Elements or factors that can impede regular
pill-taking”

"The new definition for adherence”

"latrogenic effects of medication”

"'Domino effects. They are changes that happen
from time to time in my life and that have
consequences for my adherence to ART, given
the uncertainty of the future”

Things members learned about themselves

"l have a simple experience but it can still help
others”

"[Good] pressure to put good health practices in
place (sport, exercise, supplements)”

Things that may impact their practices

"To better discuss with my clinician and to get
informed without shame”

Things that went well

"We chose the name for the group”

Things that could be improved

"The place of the meeting”

"We should begin at 5 PM"

"It would be good to have individual lunch boxes”

"To improve the presentation of documents, as
some charts are unreadable”

Things members will remember

"The role | play in the Project”

"The importance of the committee”

Things members learned about themselves

"| feel comfortable talking about certain aspect of my
life as an HIV-positive person” (Meeting # 1)

"I have no problem accepting or disclosing my HIV
status” (Meeting # 5)

"Sometimes | do not open up to interveners because
I'm afraid to be discriminated” (Meeting # 5)

Things that may impact their practices

"l am questioning to which extent | want to disclose
publicly or not my status (during workshops, for
example)” (Meeting # 1)

ART, antiretroviral therapy; KDA, knowledge dissemination activity.
@A majority of members’ survey comments (117/124, 94%) were coded under these impacts.

Example comments from the transcriptions

03: The fact of coming to Team meetings is as if we found a human aspect
that is lost, say, at the clinic. HIV often equals sickness, treatment, it’s a cold
field. But here, we are on the human, warm side again.

04: Personally, | am feeling valued. Before, if | participated in research, | felt
like a guinea pig, | felt used. Now, | am proud that | am dealing with experts,
that they consider our perspective. | feel that | have something to bring. Us,
we bring the experience, researchers, they bring their expertise.

06: Meeting here enriched the way | intervene with [other PLHIV]. | learned
other ways of doing things, of understanding. Before, | would say things like
this, just throw them around. Now, | have a conviction and arguments, | see
clearer.

03: | am realizing I'm crossing a moment of weathering (concept discussed in
former meetings) right now, because | think that I'm tired of struggling to
take ART. [spontaneous usage of a concept discussed in a past meeting]

15: We learned a lot of things from the meeting material and from other
members. For example, we learned about clinicians’ approaches. | thought |
had bad luck or that they did not listen to me carefully. When the others
spoke about it, it changed, because we noticed and named problems that
exist everywhere in clinicians’ approaches.

12: 1 didn’t know if there was an interaction between my ART and calcium.
But [06] brought the topic up, about iron, and | asked my clinician. He
realized there could be an interaction, and said | have to take [ART] at least
two hours after taking the calcium.

15: In the beginning, researchers gave importance to our gender and age. It
seemed to be a priority. There are men and women, it is a good thing. And
among us members, not everybody has the same problems. By sharing
together, we learned from our respective stories and problems, so this
diversity should not be neglected.

08: Meeting here, close to the place where | met people from [a specific organiza-
tion] and formed support, buddy systems, makes a difference. | never had to hide
here, we can be ourselves, speak openly. [...] And this room is big and warm and
beautiful. Here our thoughts can flow and feel free.

06: We do not want to control or force ideas on researchers, because we do not
have this knowledge. We concentrate on what they expect from us: they consult
us about our ideas and our experience, and then they see how this fits into their
way of doing things.

06: When we looked for our name, how to qualify us, | thought that this exercise
clarified many things in what we were doing. We named our expectations, our
objectives, and what is engagement for us. It helps us understand.

04: When we wrote the support letter, we thought it was not in our image at first, it
did not reflect us. We worked together and we came to an agreement on the
language to use.

06: Engagement applies to daily life as well. We were informed, and we do things
outside of research when the information may apply. Engagement is part of a
broader set of activities for patients. We define from our own situation what is
engagement for us.

06: Some [other PLHIV] say: “Oh, she testified, she spoke,” and they feel entitled
to ask me to disclose [my HIV status] everywhere. [...] They forget that at some
point, | cannot always do it, and it is not my responsibility to talk for you.

15: Some members among us have played a very active role and presented
publicly. It relaxed the atmosphere, provided models, and led the others to get
on board.

03: | had been recently infected when the Project began, and nobody knew
about my status. | thought: “Oh my God! | will have to talk with the others!”
Now, | feel good, the meetings helped me. If you had asked me to present [at
KTA 4] at the beginning, | would have said no. Now it’s alright, I'm happy to do
it.
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A total of twelve meetings took place during the evaluation period.
Meetings 1-2 were devoted to a qualitative needs assessment for the
I-Score PROM during which sex-specific focus groups were facilitated
by IT and observed by DL. Focus groups lasted about two hours and
took place in a room provided by a partner community organization.

Meetings 3-12 were regular meetings facilitated by DL, except
for two discussions (29 and 31) which were co-facilitated by Team
members. Meetings lasted an average of 2 h 39 min. Meeting 3 took
place at the MUHC (hospital), subsequent meetings, in a commu-
nity centre, and Meeting 12, at the Research Institute of the MUHC.
For these meetings, as mentioned, DL prepared agendas which were
sent to members electronically two days in advance. In Meetings 3
to 6, there were an average of 4.75 distinct discussions (ie, discus-
sion themes) per meeting lasting an average of 29 minutes each. In
Meetings 7 to 10, discussions were less numerous and lasted longer
(average of 2.75 discussion themes per meeting lasting an average of
50 minutes each). Meetings 11-12 had 3 discussions each, lasting an
average of 46 minutes. Meetings were attended by 6 (Meeting 6) to
9 (Meetings 3, 4, 5 and 10) members; three members (03, 04 and 06)
attended all meetings, and other members missed one (02, 12, 15)
or three (01, 08, 16) meetings; one member (07; a woman residing
about an hour from Montreal) left the Project after Meeting 3.

During these meetings, 37 discussions on different themes
were held with the Team and determined its functions. First,
members’ discussions engaged them in decision-making processes,
in two-thirds of meetings (Meetings 3, 4, 5, 6, 7, 9, 11 and 12).
Relevant discussions during these meetings mainly concerned the
|-Score Study (six discussions) and the functioning of PE (seven dis-
cussions). These discussions not only informed members but asked
their opinion about research processes and concepts associated
with the I-Score Study. Their input often served to improve/vali-
date data collection instruments and research results, and, more
specifically, make decisions concerning the development of the I-
Score PROM and the organization of PE. Additionally, members
were actively involved in the expansion of the I-Score Study into
a broader research programme: they gained an advisory status on
four subprojects of the I-Score Study and eight Team discussions
were held on these subprojects (Meetings 5, 6, 7, 9, 10 and 11).
Subprojects 1 and 4 were introduced to members by investiga-
tors, while Subprojects 2 and 3 emerged from members’ sugges-
tions (see Table 3). Also, one Team member with a strong academic
background became a co-investigator/partner on Subprojects 2,
3and 4.

Second, members collaborated in a total of four knowl-
edge dissemination activities. They discussed their organi-
zation or other related processes (eg, developing academic
publications) in over 40% of meetings (Meetings 7, 9, 10,
11 and 12). The first KDA took place about a year after the
Project began. KDAs lasted between one and eight hours
(average = 3.75 hours) and took place in different settings.
During KDAs, investigators and Team members presented
their respective perspectives on ART adherence (KDAs 1, 2,
3and4)andon PE andresearch (KDA 4). These presentations

were adapted to their respective audience. Between 5 (KDA
2) and 70 (KDA 4), people were present, including health-
care professionals (KDAs 1 and 4), academics (KDAs 1 and
4), sponsors (KDA 2) and community members and actors
(KDAs 3 and 4). Two members attended and one member
presented at KDA 1;°® one member presented at KDA 2; six
members attended and one member presented at KDA 3:69
and three members attended and two members presented
at KDA 4.7°

Third, members participated in research at all meetings by tak-
ing part in: focus groups aimed at generating data for the I-Score
PROM needs assessment (Meetings 1 and 2); or focus groups to
validate analyses generated by the I-Score Study, the PE Project
or Subproject 1 (Meetings 4, 5, 6, 8 and 9). Also, members par-
ticipated in the evaluation, which involved individually filling
out satisfaction surveys (Meetings 3, 5, 7, 9 and 11) and having
Team discussions guided by the survey’s open-ended questions
(Meetings 4, 6, 8, 10). Finally, they discussed the evaluation results
for validation purposes and to involve them in the evaluation pro-
cess (Meetings 11 and 12).

Results for five studies which received Team feedback have been
published: the needs assessment conducted during Meetings 1 and
2,7 a review of HIV-specific PROMs,*? a qualitative synthesis to
produce the PROM'’s conceptual framework*® and studies on clini-
cians’ perceptions of patients’ needs regarding the |-Score PROM
(Subproject 1).727% Qualitative research with the Team defined
and confirmed PLHIV’s needs for the I-Score PROM and the Study
subprojects and contextualized |-Score results within PLHIV’s lived
experience. As to the PE Project evaluation, members demanded
amendments to the satisfaction survey (Discussion 37). They wished
the latter would better reflect the impacts they perceived of PE in
many dimensions of their lives. For example, they wished for the ad-
dition of scales to rate their relationship with providers, the quality
of their physical, sexual, emotional, relational and professional lives,
and their comfort with HIV disclosure. The amended survey will be
used in the next phase of the Project.

3.2 | Levels of PE achieved

Meetings 1 and 2 (focus groups) were consultations. In Meetings
3 to 6, levels of engagement oscillated between information (26%;
5/19 discussions), consultation (42%; 8/19) and implication (32%;
6/19). These levels increased over time: Meetings 7 to 10 included
information (30%; 3/10), consultation (10%; 1/10), implication (40%,;
4/10) and collaboration (20%; 2/10). Meetings 11 and 12 reached
the levels of information (33%; 2/6), implication (50%; 3/6) and col-
laboration (17%; 1/6).

3.3 | Impacts of PE

This section presents the descriptive statistics of the satisfaction
survey items and the results of the thematic analysis, offering a pa-
tient perspective on PE.
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3.3.1 | Satisfaction

Table 2 presents descriptive statistics on members’ quantita-
tive responses to the satisfaction survey. In Meeting 3, when
the survey was first administered, average satisfaction ratings
for “learning new information” (M = 3.2), “learning new skills”
(M = 3.8) and the “venue/facility” (M = 3.8) were lowest. After
Meeting 3, members expressed high and stable rates of satisfac-

tion on all aspects considered (range: 3-5; M =4.5; SD = 0.73),

» o« » o«

especially with regard to “interest,” “relevance,” “enjoyment” and

the “facilitation.”

3.3.2 | Member-identified impacts

The thematic analysis of the qualitative survey items and transcripts
generated four member-identified impacts of PE, described below,
which help contextualize members’ satisfaction ratings. Table 4 pre-
sents these themes and illustrative member quotes.

Positive interactions: This impact refers to mention of posi-
tive and rewarding elements of interactions between members,
with investigators, or with other PLHIV, in terms of respect,
conviviality and mutual support. Members indicated feeling lis-
tened to and valued by investigators, or when sharing knowl-
edge with other Team members or PLHIV. This was said to
partly maintain their motivation to participate in the Project.
This theme is consistent with their high and stable satisfaction

n o«

ratings, notably on the “interest,” “enjoyment” and “meeting
with people” items.

Co-learning captures mention of collective learning around health.
In the open-ended satisfaction survey questions, members described
learning relevant care- or research-related concepts and claimed to
subsequently use them. As mentioned above, ratings on the two
quantitative survey items concerned with learning were among the
lowest at Meeting 3 but, afterwards, they reached high levels.

According to members, they mostly learned by exchanging
together on HIV-related social experiences (eg, stigma at work,
family support), medical aspects (eg, treatments, medical facts, en-
gagement in health care) and current events (HIV-related or not).
Approximately half of all Team discussions (51%; 19/37) were spon-
taneous, non-research-centred and devoted to members’ experi-
ences and concerns.

Among their learnings, members most frequently mentioned
improved communication skills: they learned to participate in
discussions, listen to other members’ opinions and better com-
municate with care providers. They mentioned acquiring skills to
situate the perspectives from which they spoke. As the Project
evolved, these perspectives expanded beyond those of HIV pa-
tient or infection group to include those of parent, professional
or patient of a non-HIV-specific provider (eg, physiotherapist),
among others. This sensitivity to positioning stimulated discus-
sions by raising questions about the experiences of others facing
different circumstances (eg, a woman pondering how gay men ex-

perience HIV-related stigma).
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Most members also mentioned improving their ability to support
other PLHIV (eg, friends, family members) with ART-taking. Some
mentioned increased health-related or ART-taking skills (eg, learning
to recognize adherence barriers, such as side-effects, and when to
discuss these with their providers) and exchanged information on
local clinics. A few members claimed to have improved their access
to adapted care.

Self-determination refers to members’ input concerning the orga-
nization of PE and their functions. Members made numerous sugges-
tions in the satisfaction survey to improve accessibility and comfort
during meetings. Importantly, average satisfaction for the “venue” sur-
vey item was relatively low for Meeting 3 (M = 3.8), which took place in
a hospital. It subsequently increased when meetings were immediately
moved to a more convivial and accessible community-based venue.

Members described their functions in Discussions 9, 13, 27 and
36, in away thatis consistent with the PE level of “collaboration” with
investigators. For them, their role was to share their perspective on
research-related topics in a way and at a time that is efficient for
investigators. They also decided that some members would assume
specific and periodic responsibilities, as circumstances dictated (eg,
facilitating key discussions or organizing KDAs).

The collective management of confidentiality refers to the collabo-
rative management of concerns about confidentiality. The nature of
the Project involved meetings with other PLHIV or presenting before
various audiences (ie, KDAs). Members expressed different levels of
comfort with disclosing personal information, including their HIV
status. These tensions were discussed explicitly during Discussion
4, and when facing situations that could expose members, including
academic publications (Discussions 7, 19 and 28), KDAs (Discussions
23, 30 and 33) and the preparation of a Team letter of support for
Subproject 4 (Discussion 27).

Members decided that KDAs were important to transmit lessons
learned and ensure the visibility and continuity of the Team, while
fighting stigma. However, they agreed that member participation
had to be completely voluntary and that KDAs had to be organized
for audiences believed to be less likely to stigmatize PLHIV (eg, other
PLHIV, health professionals and academics). Members more com-
fortable with disclosure participated in higher profile activities but

expressed concern about “speaking for others.”

4 | DISCUSSION

This paper presents a rare detailed description of a PE Project with
PLHIV during its first phase (22 months) and results of its evaluation.
This Project combined PE across the research cycle31'33 of a PROM
development study, mainly through committee meetings and knowl-
edge dissemination, with patient participation in complementary re-
search. To avoid confusion, these components were clearly defined
and explained to engaged PLHIV at consent. Our PE Project’s evalu-
ation addressed the documented lack of reporting on many aspects
of PE,1031:32.3¢ 4tfering a description of its nature, levels and impacts.

It combined qualitative and quantitative data collection methods and
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involved patients it the evaluation, contributing to the limited re-

E%>?7 and its impacts.®®

search on engaged patients’ perspectives on P
The evaluation’s results contributed to knowledge of what attracts
patients to PE, maintains their interest and increases their ability to
engage in research.®23 Overall, they deepened our understanding of
PLHIV’s needs regarding both the PE Project and the I-Score Study.

5> we observed that PE levels raised

As in other PE initiatives,’
over time. Meetings 1 to 6 were characterized by an emphasis on
“information” and/or “consultation,” while PE levels subsequently
increased to include greater “collaboration” and deeper and length-
ier discussions. Explanations include changes in the investigators’
requests of the Team, as the Study advanced; skills and knowledge
gained through PE (eg, “co-learning”); and greater interaction with
investigators (eg, during the organization of KDAs). Furthermore,
with time, one Team member became a co-investigator on sev-
eral 1-Score subprojects. This level of recognition of experiential
knowledge and more active and influential role in research decision
making can be empowering to patients.”* The range of PE also ex-
panded over time, as members became involved in KDAs and I-Score
subprojects. For instance, the Team was involved in Subproject 4 (a
successful application, in November 2016, for a Canadian Institutes
of Health Research Strategy for Patient-Oriented Research (CIHR/
SPOR) Mentorship Chair), an activity that seldom benefits from pa-
tient input.1®3%3! PE may continue to expand in the future, given
that the Mentorship Chair awarded to BL in February 2017 provides
cohesion and continuity for the Team, allowing it to continue its
work on the I-Score Study and Chair-affiliated projects.

Our results, nevertheless, indicate that within a same PE Project,
patients can be engaged differently. Not all patients are able to in-
vest the same time and energy in PE.>*”> Members commented on
the meeting attendance results by underlining how PE sometimes
conflicted with unexpected events, their professional or personal re-
sponsibilities or other commitments. Engagement was also affected
by HIV disclosure concerns, a documented challenge of PE among
PLHIV.2428 Our findings on the “collective management of confiden-
tiality” highlight the need for ongoing management of confidentiality
issues. Such management meant that certain members limited their
participation in meetings, KDAs and data collection activities, due
to HIV disclosure concerns, and in some instances, members acted
collectively. For example, they co-authored a publication under their
Team label.”* Involving members in KDAs, especially, required flex-
ibility and trust, and, while some members actively participated (eg,
presenting), others did not. Overall, the Team consistently sought
to find workable solutions for members, in contexts of wanted or
unwanted disclosure.

Our results suggest that members appropriated, to a certain ex-
tent, their roles and PE processes, so the Project could better ful-
fil their expectations. About half of discussions were not entirely
research-focussed: members appropriated discussions, focussing
on (inter)personal outcomes (eg, improved communication skills,
increased ability to support other PLHIV, enhanced health-related
skills). These patient-appropriated discussions can be considered
“pluralist” interactions, that is, interactions that do not reduce actors

to a single dimension. Pluralist interactions are theorized as ways
to foster more equality in PE and empower patients. They help un-

E, 1237395576 concerns (eg, comor-

cover patients’ motivations with P
bidities, financial issues, etc.), values and understandings of health,
illness and care distinct from investigators’, and to value their expe-
riential knowledge.”””® Like other PE initiatives that seek rigorous

reporting of methods,*>7”?

we initiated the Project by applying qual-
itative research sampling methods, selecting patients from targeted
populations to provide different perspectives (ie, HIV patients,
members of HIV infection groups). However, pluralist interactions
and our results on “co-learning” illustrate how members did not
always speak from the positions initially assigned by investigators.
Rather, they reminded us that patients, like all individuals, hold multi-
ple positions in society.””> More tools are needed to evaluate PE from
engaged patients’ perspective and better account for the complexity
of their needs.

Overall, these points echo the work of authors who argue
for adapting PE to context and patients’ expectations and re-
sources.>>7>80 Taken together, the four member-identified impacts
that we found highlight the importance of positive interactions and
collaboration®! between patients, and paying attention to patients’
experiences.35 These principles could contribute to developing valu-
able PE approaches that address identified challenges of engaging
PLHIV 333637

4.1 | Some limitations

The already conceptualized I-Score Study provided the PE Project
with initial funding, but there was no PE in its early design. This issue
is documented in many PE projects that face insufficient funding or
infrastructure to engage patients at early stages, when establishing
research priorities and designing projects.®? Nevertheless, given the
|-Score Study’s multiyear duration, it offered a valuable opportunity
to initiate and improve PE. Furthermore, the infrastructure provided
by the CIHR/SPOR Mentorship Chair has contributed to the sustain-
ability of PE in our work.

Most Team members had some academic or clinical research
experience, at least as participants, or had frequented at least one
community organization. They generally appreciated the diversity in
gender and ethnic backgrounds within the Team but underlined the
absence of people who identify as trans, a group disproportionately
affected by HIV and current injection drug users. Our recruitment and
PE methods excluded PLHIV facing difficult circumstances. For exam-
ple, during recruitment, some candidates withdrew because they felt
too burdened with mental health issues. More could be done to reach
and include marginalized individuals, especially recently diagnosed,
young or disengaged PLHIV,®® given that studies show that marginal-
ized PLHIV are often willing to participate when asked.84%5

Alternative research and PE methods (eg, online KDAs, individ-
ual interviews, collaboration with community-based organizations)
could be explored, as continuous PE in a group setting might not be
suitable to all PLHIV. Yet, most members mentioned, during meet-
ings, having experienced moments of significant vulnerability before



LESSARD ET AL.

or during the Project, in the form of comorbidities, disabilities, sex-
ual or physical violence, and socio-economic inequality. Some men-
tioned having overcome, learned from and wanting to share lessons
learned from these hardships by participating in the Project. PE proj-
ects often depend on patients’ will and abilities to share knowledge
gained from positive and/or negative experiences (REF). Yet, it may
take time for patients to do so.

Limitations of the evaluation also include the fact that members
may have biased their input and comments by favouring social desir-

ability and groupthink,*’

vis-a-vis investigators and other members,
over addressing contentious issues. As in other studies of PE with
PLHIV,2%87 one person (DL) was mainly responsible for facilitating
and maintaining PE, taking meeting notes and conducting the analy-
ses, which could have biased our results. Nevertheless, analyses and
results were regularly discussed with other investigators and with
Team members for validation, including discussions on the perceived

impacts of PE.

5 | CONCLUSION

This mixed method evaluation offers a detailed account of a project
to engage PLHIV in a PROM development study, contributing to the
limited research on patients’ perspectives on PE. Overall, the low at-
trition rate and the high satisfaction scores suggest that the Project
was a positive experience for members.

The beginning of the Project was characterized by adjustments
and information- or consultation-oriented discussions with engaged
PLHIV. With time, the level of PE increased: discussions focused
more on collaboration; KDA'’s involving Team members were orga-
nized; and the Team’s contribution to research expanded with the
development of subprojects and partnerships. The patients stressed
impacts of PE in terms of positive interactions and collaboration be-
tween members.

Our results highlight the importance of more patient-centric
practices and comprehensive evaluations of PE. This would improve
understanding of the processes and outcomes of PE to also recog-

nize patient-valued ramifications beyond research.
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