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TABLE 2.
Representative quotes: PPs’ experiences and perspectives

Theme 1: Ways in which meaningful PE was sustained throughout the project
Sub-themes

Representative quote(s)

PPs provided input on, tested and evaluated the tool; they also helped with
funding and were consulted on study outcomes and data collection tools

“I was consulted about the different evaluation sheets. There was a granting
agency that we went to, [to] understand how to package and look for different
granting agencies ... And then generally, [there was] the overall appearance of
MDP for icons ... I did some preliminary testing on how easy it was to use the
tool.” (P003)

PPs used their strengths

“I worked for the [an organization], so I had this minute-writing skill. And
talking to [the principal investigator], I said, I’d love to be involved in the
meetings that you’re doing and one skill that I can offer you is [that] I can take
minutes at your meetings!” (P002)

PPs were given the opportunity to present at a conference

“And this was a Canada-wide conference, so I was the patient [and] the
knowledge-user, who did this tag-team presentation ...” (P002)

* Lead co-authors.
P = Patient, caregiver and knowledge user.
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Theme 2: Positive and negative results of PE and its impacts on the research and individuals involved, as well as wider impacts

Impact on research: PPs provided first-hand patient perspectives and
experiences that impacted the direction of the research

“And the way that it was presented, eventually, was with the way I had given
it to her ... had given it to the team. And [the principal investigator] said I
never thought about it like that. So sometimes, I think a lay perspective is
good.” (P002)

Wider impacts: PPs helped refine the presentation of the tool; contextualize
the tool in terms of language, age and culture; and ensure the tool’s
understandability and relevance to the greater patient population

“... whether it was the title [or] the graphics, was it easy to understand? [I
was asked] questions like that. I was always asked for my opinion and it was
always valued.” (P003)
“I feel like they had their idea of how they could make this tool and how it
could be used, and they just wanted to make sure that (1) their idea was
correct and, (2) somebody with diabetes would really use it and want to use
it. So when they would show something or show a picture, my opinion was
always valued.” (P003)
“... my generation [is] where the type 2s come in ... Having an online tool
sometimes does not work for our generation.” (P004)
“When you throw culture into that, [say] South Asians, the[re are] language
barriers that you have ... [In these cases] every little piece counts because
I always say, ‘Don’t tell the South Asians not to eat rice. It’s not going to
work.’” (P004)

Impact on individuals: Patients felt respected, valued and able to contribute
despite non-medical backgrounds in a safe environment

“I found [that] there was a lot of respect on [the professionals’] part for the
PPs [who] were participating, and they were really welcoming our input. I was
expecting maybe a bit [to be looked down upon] ... that would’ve turned me off
for sure. But what I’ve sensed in terms of respect was a really, really positive
thing, and that certainly helped a lot for the engagement.” (P001)

Impact on individuals: PPs were able to get the perspective and support of
other individuals with diabetes while learning more about the condition

“... there were other PPs that I got to meet ... that’s always nice to just meet
somebody else and listen to [their] trials and then also their triumphs. How
they were able to make a long-term change that was better for their health or
better for their lifestyle or even just their mental health ...” (P003)

Impact on individuals: PPs had a paradigm-shifting experience learning about
the time, effort and detail that goes into obtaining funding and doing research
and, hence, developed a greater appreciation for the process

“... as patients you don’t realize the back work that has to go into something
finalized. We had no idea [about] the amount of time in design, the team that
did the data [work], the design ...” (P002)

Impact on individuals: PPs felt empowered providing their perspectives and
creating impactful change and experienced a feeling of fulfillment from longterm involvement with the research project

“Diabetes is not a short-term thing; whether you have type 1 or type 2, it’s
always something that you’re coping with everyday, so it is a bit empowering
when you are involved in maybe shaping something for the future or just being
part [of] some research where they can get some new piece of information
that’s helpful for everybody.” (P003)

Theme 3: Contextual and research process factors that enabled the impact of PE engagement

PPs’ prior interest in diabetes and health-related topics as well as their
motivation to self-educate spurred their engagement

“I should probably be as knowledgeable as I can be when I attend a meeting
or when my opinion is asked.” (P003)

PPs felt comfortable voicing their concerns and were supported if needed

“... if I didn’t feel comfortable about anything, I was able to speak out and say
what I wasn’t comfortable with. I wasn’t scared to say, ‘This question is too
long.’ Because the team had this open concept, nobody got offended.” (P002)

Each contribution was different yet valued

“... two people’s contributions might not be the same ... might not be a 50/50.
If you take [the principal investigator] and you take me: mine would be like an
80/20, where[as] [the principal investigator] is the specialist. I would never
think that my contribution and hers would be the same, but I think as she’s
concerned, she thinks even the 20% that I would give her, as a contribution, is
important. It doesn’t have to be like a 50/50. You don’t have to be on the same
level because intellectually we are not.” (P002)
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Theme 4: Contextual and research process factors that hindered the impact of PE engagement

PPs with English as a second language

“90% of the time it’s in English, so it’s a challenge to begin with even though
I’m fluent in English. But terms in English are quite different from French
terms, so sometimes it’s a bit difficult.” (P001)

PPs had difficulty understanding everything discussed among team members
at meetings

“... you had a group of us who were the patients, so there were times
where we were in discussions. Things do fly over our heads about all these
equations, and I wouldn’t have a clue.” (P002)

PPs experienced imposter syndrome

“I’m a research member ... in some ways, I wonder if I’m not really a good
person to have. Because I always felt that if you are not normally used to
doing research or being involved in research, it’s quite interesting? But
then I always feel that participants are more engaged in the topics where
I don’t know if I necessarily come up with anything novel, but that’s how I
felt.” (P003)

PPs found it difficult to maintain motivation during periods of no
communication from researchers

“It’s pivotal to keep the partners involved and informed. Whatever medium
[is] used, email or website or whatever, make sure that the liaison, that [the]
communication, is strong and lateral. Ask questions and stuff like that ...
If you want to maintain people’s involvement you need to maintain first
communication.” (P001)

TABLE 3:
Representative quotes: Researchers’ experiences and perspectives

Theme 1: Ways in which meaningful PE was sustained throughout the project
Sub-themes

Representative quote(s)

PPs were engaged in a consistent manner alongside research members

“Well, I think just how extensive it was. They were pretty much there in
every meeting that I was attending. So it wasn’t as selective, it wasn’t just
saying okay we’re going to engage them [and] it wasn’t paying lip service to
it.” (R002)

Researchers recognized PPs as the main “experts” on the disease and valued
their input equally to other research members’ inputs

“So I learned that it’s a lot more context-sensitive than I first thought. I think
these patients, having lived with diabetes for so long, become a bit of the
main experts. So for somebody like myself who doesn’t have the condition and
who knows little about it, thankfully, they are [the] experts [and] they know so
much more, so they are actually able to absorb a lot more diabetes-specific
messaging.” (D001)

Theme 2: Positive and negative results of PE and its impacts on the research and individuals involved and wider impacts

Providing first-hand patient perspectives and experiences and different points
of view

“But really where it added was understanding the patient’s story, as they
themselves are describing their story to inform the research. Not just the
research, but the development of the research methods. Again, it’s the patient
perspective that I found the most helpful.” (R002)

Identifying discrepancies between researchers’ assumptions about patient
knowledge and opinions versus the reality

“I don’t think the project would’ve been successful without them, honestly.
Because otherwise, it would’ve been us, the research team, guessing what is
helpful, and we would be thinking for the patient in a way and problem solving
for the patient. And as we have seen from these examples, we would’ve been
wrong in several ways. It was also very humbling to realize that even some
of our preconceptions about what to expect from patients actually didn’t pan
out.” (D001)

PPs’ input had a significant impact, at times changing the direction of the
research itself

“It was quite refreshing; there were probably at least a couple of times,
I can’t recall the specifics, where their specific feedback did change the
direction of the conversation and the discussion and potentially the research
itself.” (R002)

Specifically in considering the development of an e-Health innovation,
patients played a role in ensuring relevance and practicality of the tool
to patients

“Is this something that patients would be willing to tack on to their existing
visit and pay parking for? There’s a number of patient factors that, sometimes,
we don’t necessarily think about when we’re designing clinical tools and then,
for sure, when we’re designing how to interpret them or how to roll them out
in a study.” (R002)
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PPs provided feedback on the usability of both the user interface and
information presentation of the tool, as well as patient-facing research
materials, for patients

“They were actually very helpful in providing usability into what kind of
enablers and barriers patients were facing. So overall, to summarize, we
were able to figure out what kind of fixes were needed to be made to the user
interface. And we ended up simplifying the flow of the interaction quite a bit.
So we ended up with a much more streamlined design in the end.” (D001)
“The other kind of engagement and contribution that PPs gave that I think
were really helpful [was] reviewing materials that would go out to the public –
specifically to other patients, patients with diabetes as well.” (R005)

Patient input improved the efficiency of the research

“I thought they were great, and they were a really important piece of this, and
I think if they hadn’t been included the way that they had been, it would’ve
taken a lot longer even just to implement something. So we were able to
action items right off the bat because they were in the room there while we
were trying to solve problems.” (R004)

Challenge: Engaging patients increased the amount of time needed

“[One] of the more challenging pieces [of PE is probably that it] slows down
some of the discussion. So you have to carve out more of your time, and that’s
probably the biggest, the most valuable currency for a lot of the folks who are
involved in is, ‘Can you get enough time there?’” (R002)

Theme 3: Contextual and research process factors that enabled the impact of PE engagement

Institutional support and resource allocation to patient engagement were
facilitators to MDP as there was a large amount of support, but a challenge to
obtain within the research community, overall

“I think it’s challenging because not all research projects have the same level
of support that this project had. Any patient facing research at all probably
needs to have patients involved, but our institutions are not set up to be able
to encourage that. So [whether or not there can] be a level of institutional
support to say [that] this is our group of patients [who] are open, willing and,
you know, somewhat trained [and who] are appropriately representative of the
different types of research that [are] happening, and the institution supports
that – they plug them into the various projects ... You can conceive of it almost
like a parallel [Research Ethics Board].” (R002)

Research team made an effort to speak the same “language” as patients

“Especially when we [were] describing what we needed to do, there was
necessarily an interesting area of knowledge translation that we had to do.
We’re not working with just the project team where everyone kind of speaks
the same language; it’s highly professionalized. But when we were working
with patients, it was a highly different set up – I liked it.” (R002)

Relationship building between the research team and the PPs was critically
important in fostering engagement and successful partnership

“But they were very dedicated and very committed to the project. And I feel
like some of that comes with having [the principal investigator] as their
physician or having fostered a really close relationship with [the principal
investigator], so there was immense trust and just kind of an honour to be
part of the study and to be part of something that could be transformational.
And in the meetings, they had a lot to say, and the way [the principal
investigator] structured these meetings is that they prepped them before
the actual meeting with the co-investigators, so they weren’t intimidated at
all by them. And even when the meeting was over, we stayed in the room
and we collected their opinions afterward, so they were able to really feel
comfortable contributing. I think it was such an inclusive experience for them
that they felt like they really were a part of the study.” (R004)
“I would have liked to continue to have more similar face to face with PPs to
be able to get to know them and their experiences a little bit more. So, I don’t
know if team building is the right word, but I think just going beyond meeting
them at those team meetings ... Either a little more frequently or having more
interactions in some sort of sense would have been or probably could have
been really helpful for engaging patients in research in the future.” (R005)
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Theme 4: Contextual and research process factors that hindered the impact of PE engagement

PPs may not be representative of the whole patient population of interest

“I think one of the challenges with PPs is always the risk of having the
professional patient, like there’s an activis[t] role for some of them, there’s
a reason they’re involved, and it may be related to just their interest in
healthcare or in the specific disease, in this case, diabetes. But, sometimes as
a clinician, it’s hard to [determine] [if they] are speaking for all patients with
diabetes?” (R001)

The inherent power differential between PPs and research team members

“I think it’s important to consider if PPs have any insecurities because when
you mention research or research team or principal investigator, these all
sound like big words, and it can sometimes be intimidating ... So just being
aware of that kind of dynamic, if there’s any kind of feeling of authority
between the two or if it’s more of a team-based collaborative feeling, I think
those things are also important to keep in mind.” (R005)

Using PPs tokenistically without real engagement

“I’ve been in larger projects where patients are recruited from rosters to
participate in the study design, and I think when it becomes like that, it
becomes onerous for the patient to participate, and it’s not authentic.” (R004)

Research members were unable to interact directly with PPs and instead had
to hear their input second-hand

“Since I was working off of transcripts, I think having the video recording of
the patients interacting with the tool would’ve been better.” (D001)

Ensuring that PPs constantly feel valued and engaged; however, within
the context of MDP, researchers’ perspective on PPs is that they were
enthusiastic and dedicated

“[Name of PP] is so enthusiastic and super engaged, and she loves the tool,
so those partners are easy to keep on board. But for the ones that are not
as enthusiastic and maybe more wishy-washy about it, just finding a way
to make them feel valued and keep them engaged, I think that would be
helpful.” (R005)
“They were very committed, so they gave their 110% on these
projects.” (R004)
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