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Abstract

Patient engagement occurs when patients actively collaborate in health research in ways that are meaningful to them. Resources
to facilitate patient engagement have been developed, but their approach is mainly toward building competencies in the early
stages of forming new practices of patient engagement. This paper describes a patient-led collaboration in rheumatology, in the
context of an established patient-researcher partnership. Using acase study approach, we report on aresearch knowledgetrandation
event, titted eROAR2013 (Reaching Out with Arthritis Research), led by members of the Arthritis Patient Advisory Board
(APAB), whichisagroup of volunteer advocates living with arthritisbased at Arthritis Research Canada. We provide an overview
of APAB’s decade-long history, describe the planning and the event itself, and report on the challenges encountered, reflections

and solutions pertinent for sustaining patient-researcher collaborative practices.

(J Participat Med 2017;9(1):e13) doi: 10.2196/jopm.8756
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Introduction

The motto “Nothing About Us Without Us’ underpins patient
engagement in health research [1]. Adopted by the global
disability rights movement, it reflects the principle of
participation and wider societal developments toward realizing
citizen empowerment [2,3]. Similarly, the emergence of
“patients as partners’ is integral to patient-centred care and
shared decision making [4,5,6]. These developments,
underpinned by values and ethical concepts such as mutual
respect, havelaid afoundation for patient engagement in health
research.

Patient engagement in research varies from minimal involvement
to more participatory collaboration, and is broadly understood
to occur when patients meaningfully and actively collaborate
at any stage of the research process, from setting the research
agenda to designing the research project, collecting data, and
disseminating results[7,8,9,10]. Support for patient engagement
continues to increase [1,7,11]. For example, research funding
agencies in Canada, the United States (US), United Kingdom
(UK) and el sewhere recommend patient engagement asameans

http://jopm.jmir.org/2017/1/e13/

toimproveresearch relevance and quality [8,12,13]. Yet, despite
the strong rational e for patient engagement in research [11], the
process of patient-researcher collaboration is little understood
[14,15]. The UK’s National Ingtitute for Heath Research
national advisory group INVOLVE have provided guidance to
researchersto plan public involvement in research [16]. Hewlett
and colleagues have also suggested a framework for
patient-research partners based on experiences of researchers
and patients collaborating in rheumatol ogy research in the UK.
They describe practical aspects and identify challenges (eg,
anxieties felt by patient partners taking on a new role) [15].
While these publications can guide efforts to begin cultivating
patient engagement in research, examples of collaboration in
established patient-researcher partnerships of engagement in
research are scant.

In this paper we describe a patient-led collaboration in
rheumatology, embedded in an established patient-researcher
partnership of over 10 years. We report on aresearch knowledge
trandation event, titled eROAR2013 (Reaching Out with
Arthritis Research), as an illustrative case study of patient
engagement in research [17]. While the event illustrates patient
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engagement in the late stages of the research process, it builds
on patient-researcher collaboration from study inception.
eROAR2013 also presents an example of the dynamic process
of research knowledge translation, which aims to reach
stakeholders at all levels of the health system (eg, patients, the
public, and health practitioners) to make research evidence for
informing health decisions accessible [18].

The patient collaborators were members of the Arthritis Patient
Advisory Board (APAB) [@], based at Arthritis Research Canada
where the researcher collaborators are also based. We describe
the role and devel opment of APAB and report on the planning,
preparation, and description of the event. Finally, we outline
the challenges to emerge, report our reflections and suggest
solutions in the collaborative process.

The History of the Arthritis Patient
Advisory Board (APAB)

APAB [a] iscomprised of volunteer advocateswith at |east one
form of arthritis who bring personal experience and arthritis
knowledge to research decision making at Arthritis Research
Canada [19]. APAB was created in 2001 as a patient
representative body of Arthritis Research Canada (created in
2000) with a mission “to participate in all components and
phases of arthritis research, and serve as a bridge between
researchers, people with arthritis, and the community at large”
[20]. Established with five members, APAB included 15 current
members and nine alumni (19 women; 5 men) in 2013. [b]

Figurel. A History of ROAR'sreach
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Alumni periodically provided knowledge, expertise and advice
to support the current members, whose rolesincluded, but were
not limited to, identifying research topics, shaping the research
design, participating in grant applications, co-authoring scientific
papers, and attending conferences, as well as mentoring other
APAB members, researchers, trainees, and research staff at
Arthritis Research Canada.

Since 2006, APAB members have organized annual knowledge
tranglation events called Reaching Out with Arthritis Research
(ROAR) in Vancouver, Canada, for people affected by arthritis.
Each interactive event includes presentations from patients,
researchers and heath professionals providing practical
information linking research to best practicesin the prevention
and management of arthritis in everyday life. This event also
seeks to identify patients research interests by encouraging
dialogue between patients and researchers, enabling opportunity
for patients perspectives on research to be prioritized and
incorporated in future patient-oriented research at Arthritis
Research Canada. Participants are invited to an event viaword
of mouth, advertisements posted in local community centres
and newspapers, as well as notices circulated online via social
networking sites (eg, Facebook, Twitter), APAB’s quarterly
newsl etter, email distribution lists and newsletters of national
organizations (eg, Arthritis Alliance of Canada, Arthritis
Consumer Experts, and Canadian Arthritis Patient Alliance.
Originally anin-person only event, since 2012, electronic media
has extended the reach to anational and international audience
of approximately 200 participantsin total (Figure 1). [C]

Year Title Audience Size

In-Person | Webcast Twitter
2006 | Taking it to the Street 150-175 N/A N/A
2007 | Roundtable on Arthritis Research Unavailable N/A N/A
2008 | Learning and Living to the Linut 200-225 N/A N/A
2009 | Learning and Living to the Limit 100-125 N/A N/A
2010 | Arthritis Research for Everyday Living | Unavailable N/A N/A
2011 | Arthritis Research for Everyday Living 150-175 N/A N/A
2012 | Arthntis — Active for Life 125-150 75-100 Unavailable
May | Don’t Let Your Arthrifis Kill You - 50-73 100-125 Unavailable
2013 | Take Action
Nov | eROAR2013: Does a Google a Day 50-75 75-100 100-125
2013 | Keep the Doctor Away?

In July 2013, APAB co-chair SK initiated a patient-researcher
collaboration to raise awareness of preliminary findings from
an ongoing research project titled “Exploring E-health Ethics
& Multi-Morbidity” through a ROAR event [21,22]. Funded
by a Canadian Institutes of Health Research (CIHR) catalyst
grant competition (EPP-122907) in October 2012, the
“Exploring E-health Ethics & Multi-Morbidity” project involved
a transdisciplinary team with expertise in health services,
rehabilitation, ethics and medical sociology, as well as health
professionals, two patients and educators, led by AT and CB.
APAB co-chair SK had acted as one of two patient collaborators
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on the project since its inception, providing perspectives that
shaped the research topic and design.

Planning and Preparation

Building on the well-established partnership with researchers
at Arthritis Research Canada and drawing on their experience
in hosting previous ROAR events, APAB collaborators were
co-leadersin planning aROAR event titled “ eROAR2013: Does
a Google a Day Keep the Doctor Away?’ between
August-November 2013. In September 2013, AT and JL were
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invited to attend one of APAB’s monthly meetings for its
members (totalling 15 at thetime). These structured yet informal
monthly meetings routinely opened with a hot meal and
“catching up,” which contributed to a culture of caring and
respect for each other’'s well-being, welcoming guests, and
acknowledging individuals as members of the collective team.
Following this, AT and JL described the research project
“Exploring Ehealth Ethics & Multi-Morbidity” [21,22]. Of the
total APAB membership (15 in 2013), approximately 10 were
in attendance (either in-person or by phone) at the meeting with
AT and JL to discuss how to ensure central concepts and
messages from the research project would be accessible and
meaningful to lay audiences. APAB'’s co-chair SK played an
invaluable lead role in enabling voices to be heard. APAB
members combined their patient and collaborator roles and
identities rather than compartmentalizing them, opening a
participatory space for talk around living with arthritis and
research tasks, bringing a richness and sensitivity to the
discussions. Early in this planning processit was apparent that
APAB’s culture and researchers’ interests aligned and fostered
aparticipatory process underpinned by mutual respect for each
other’sroles. By creating thisinformal, inclusive and interactive
environment, decision making was a coll aborative process from
the beginning. Consistent with published frameworks, these
elements illustrated a collaboration based on shared
understanding and a recognition of multiple identities within
the life contexts of APAB members[15].

SK and AT acted as representatives for APAB and the research
team respectively. The aims and format of eROAR2013 were
agreed upon and clearly laid out in the early stages of planning,

Figure 2. Visua note-taking of the session
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which required dialogue and precise understanding between all
parties (i.e. APAB members and the research team). Mutual
agreement on strategies of communication for the event was
also required. APAB collaborators led the preparation and
dissemination of promotional materialsfor the event, including
thelevel of language used, format and key distribution channels.
There was an ongoing negotiation via emails between SK and
AT with final promotional materials approved by APAB
members. The range of speakers and the event’s interactive
format was also agreed upon (eg a balance was agreed on the
level of interaction versus the number and range of speakers at
the event) based on listening to each other’s perspectives. To
reach these agreements, SK and AT communicated via regular
emails and feedback to APAB members (during monthly
meetings) and the research team (during bi-weekly in-person
progress meetings) respectively. SK and AT also held separate
in-person meetings a minimum of once a month and
corresponded regularly by email and phone.

APAB members contributed organizational, leadership,
communication and other skills and resources to the planning
process, which were relied upon by the researchers. For
example, a committee of five APAB members led by SK set
key milestones and oversaw progress to achieving them. The
committeeindependently secured the event venue, and requested
EC (employed by APAB as a Research Liaison with funding
allocated by Arthritis Research Canada) to arrange webcasting
servicesfor the event. One APAB member with an employment
background in marketing endorsed a graphic illustrator
(proposed by AT and JL) to do live visual note-taking of the
session (see Figure 2).
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Another APAB member (who was also a physiotherapist)
prepared stretch breaks, and another member (who was also a
professional actor) worked with AT on the analysis of research
data to present findings as arole-play [23]. Also led by SK, a
separate committee of two APAB members developed the
event’sbudget, including allocating fundsfrom APAB’sbudget,
and asmaller amount from the research grant co-led by AT and
CB [21,22]. Furthermore, SK recruited APAB members to
provide feedback on presenters slides for clarity and lay
language in advance, organize catering, set up the venue and
audio-visual equipment, or present or co-present on the day of
the event.

Collaborators also held atel econferencetoinvite AM, a patient
advocate/activist living with arthritis to moderate online
conversations about the event, on account of her expertise in
engaging with healthcare stakeholders using social media and
her existing online network. Based in Toronto, AM advised on
how to create an appropriate hashtag, generate interest on
Twitter in advance of the event to maximize the number of
online attendees on the day, and use social media analytics to
assess the impact of the event. AM also prepared content to
stimulate social media discussion about the event in advance
and during the presentations. Thus, patient |eaders drove the
planning process of the event, anticipating how to engage with

Figure 3. Topics and speakers for (ROAR2013
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audiences, and contributing arange of valuable resources, skills
and expertise, which researchers may not otherwise have had
access to. These contributions were sincerely valued within the
patient-researcher collaboration, which strengthened mutual
respect for each other’'s roles and priorities throughout the
planning and preparation phase.

The Event

APAB members and researchers worked together during the
event to stimulate interaction between local, national and
international stakeholdersviamultiple methods of engagement.
While both patient and researcher collaborators were on-hand
to greet the 52 in-person audience members, EC moderated a
live webcast that reached 117 total views (7% from outside
Canada) and, as the online facilitator, AM stimulated a
conversation on Twitter involving 42 participants (62% from
outside Canada). APAB collaborators also supported CB whose
role it was to include online participants in the in-person
conversation. Of the six presentations, three were given by
APAB membersand a patient (who subsequently joined APAB)
with expertise in social media, who shared their first-hand
knowledge on Internet health resources, apps, devices and
games, and online support groups (Figure 3) [24,25].

Topic Speaker
Informed or Overwhelmed? The Sharan Rai
Patients’ View of Internet Health APAB Member
Resources, Apps, Devices and Games Alison Hoens
APAB Member

Physiotherapast

Phvsical Therapy Knowledge Translation Broker, UBC

Ethics in the Age of E-health

A Patients’” View of Using Social
 Media
Break

Professor Emeritus Michael McDonald
W. Maurice Young Centre for Applied Ethics
Kelly English

Arthritis Patient

Burdens and Benefits of Using E-
Health: Focus Group Study Results

Dr. Anne Townsend

Fesearch Associate, Department of QOccupational Science and
Occupational Therapy, UBC

Affiliate Scientist, Arthritis Research Canada

Marilyn Mulldoon

APAB Member

The Arthritis Health Journal: An
Online Tool to Promote Involvement
of BA Patients in Their Care

Dr. Diane Lacaille

Rheumatologist

Arthritis Research Canada Research Scientist
Professor, Division of Rhenmatology, URC

Using E-health with Patients

Dr. Eric Cadesky

Family Physician
Clinical Instructor, Faculty of Medicine, UBC

Inturn, the patient priorities were emphasised as potential areas
of futureresearch. An ethicist, aclinician scientist, and afamily
physician also gave presentations and discussed research
relevant to the theme of the event, positioned as experts
alongside the patient expertise (Figure 3) [23,26,27]. In these
wayss, the choice of speakers and presentation topicsillustrated
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a break with the traditional hierarchy of scientific knowledge
and patient or lay experience. APAB and researcherswere able
to work together to develop an inclusive, accessible and
engaging event in which different perspectives and various
forms of knowledge (eg experiential, scientific) were mutually
welcomed and exchanged.
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Challenges, Reflections, Solutions

One challenge for patients and researchers was negotiating the
patient-led aspect of eEROAR2013 and the associated effort this
meant (while acknowledging potential burdens for patients).
Given the wide range of experience and skills of the APAB
members, those |ess-experienced felt uncertainty about the tasks
they undertook and sought guidance and support from other
more experienced patient collaborators and researchers. A
respectful approach taken by patient and researcher collaborators
recognized this diversity within APAB members, in their
specialist skills, knowledge and varying degrees of experiences,
as well as different life situations and stages of illness, which
impacted the nature and level of their engagement. In addition
to balancing expectations of APAB members roles and
responsibilitiesin the context of daily lives, it would be helpful
for more experienced patient and researcher collaborators to
provide more induction, mentorship and training to less
experienced APAB members.

Challenges also emerged in the collaborative decision making
process, for example in the event planning. In order to reach an
agreed balance between academic terminology and every-day
language to promote the event, the collaborators spent significant
timein discussion, working together in ajoint intellectual effort
[28]. This process meant delays to the scheduled release of
promotional materials, and contributed additional unanticipated
hours that had not been bracketed into already busy schedules
(eginvolving work, managing health, travel and other daily life
contingencies). Also, both APAB and researcher collaborators
found it challenging to clarify the expectations and
responsibilities of the remote patient’s role because it was
unprecedented at a ROAR event. To prepare for moderating the
conversation on Twitter, AM independently sourced asignificant
amount of information. It was particularly difficult to predict
in advance how much time would be required to perform this
role, and to plan ongoing support effectively. One potential
solution could befor collaboratorsto develop aguideto simplify
the steps involved in hosting a chat on Twitter in advance,
covering details such asregistration of the hashtag (#eROAR13),
publicity, and receiving presenter slidesin atimely manner.

APAB collaborators reflected that they valued learning about
thelatest arthritisresearch during discussions, while researchers

Acknowledgments
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valued the training they received from APAB collaborators on
how to better engage lay audiences with their research, the
specidlist skills and expertise they provided and the insights
into their experience of collaborating in the context of their
daily lives. Thisrecognition and appreciation for mutual learning
and respect built on the established research partnership, and
made reflecting on the challenges more comfortable. In this
way, trust and respect underpinned collaborative decision
making that recognised differences in expertise, skills,
experiences and priorities. By perceiving patient collaborators
as experts in their own right, rather than experts in the
researchers’ own image (whereby training may be needed for
patients to conduct research), the more traditional hierarchy of
knowledge was dampened. In its place was a mutual
appreciation of the diverse skills that drove the collaboration,
which in this instance was a patient led KT event that
encapsulated the concept of “Nothing About Us Without Us’
in principle and in practice.

The case study we report offers an opportunity to expand on
the fledgling practice of patient engagement often reported in
existing literature, such asthat of INVOLVE and Hewlett [15].

It was a cooperative experience that can contribute to refining
our thinking and enactment of patient engagement asit develops
in the context of established patient-researcher partnerships
[16].

Conclusions

Building successful, effective and meaningful patient
engagement in research is a multi-layered, sometimes
challenging, and valuable process that continues to evolve. In
aknowledge trand ation event held in Vancouver, Canada, strong
relationships built over timelaid the foundation for a patient-led
collaboration that revealed a different type of patient
engagement than is typically reported. In describing the
responsibilitiesand practical tasks undertaken, values and ethical
considerations (eg, mutuality, understanding, respect and
diversity) that underpin patient engagement in research are
revealed asthey are enacted relationally in aparticipatory space.
It is our hope that this paper will help others to reflect on the
changing nature of patient-researcher collaboration. We
welcome feedback on our description and reflections on this
case study.

The Arthritis Patient Advisory Board isfunded by Arthritis Research Canada. The ‘ E-health Ethics and Multi-Morbidity’ project
is funded by a Canadian Institutes of Health Research (CIHR) catalyst grant competition (EPP-12297). We thank the speakers,
the staff of The Blusson Spinal Cord Centre, technical support staff, Sam Bradd and all of the volunteers for their contributions
to the eROAR2013 event.
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Endnotes
a Formerly known as the Consumer Advisory Board, the Arthritis Patient Advisory Board chose to change its name in 2014 as
it was felt the term * consumer” denoted an individual who purchased information or health care by choice. Members felt more
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comfortable identifying with the term “arthritis patient,” as it was considered to be more accurate while no longer seeming to
indicate passivity asit had done when the original name was chosen.

b At the time of writing, APAB includes 23 members and 12 alumni. (29 women; 6 men).

¢ Figure 1 includes data up to and including the eROAR13 event. Further information about ROAR events (including those after
2013) is archived on Arthritis Research Canada's website at www.arthritisresearch.ca.
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