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Abstract 

Background  Virtual patient engagement has become more common in recent years. Emerging research suggests 
virtual engagement can increase accessibility for patients managing long-term health conditions and those liv‑
ing in larger geographic areas, but it can also be challenging to establish relationships and maintain engagement 
over time. Little is known about virtual engagement lasting more than two years, nor about the specific contribu‑
tions of patients to virtual engagement projects. Here we describe a project where virtual engagement was sus‑
tained over a long period of time (3.5 years), measure patients’ contributions to the work, and describe the facilitators 
and challenges of the project using the Valuing All Voices (VAV) patient engagement framework.

Methods  Five researchers recruited four patient partners living with persistent pain to work together virtu‑
ally on a project to improve care for others with long-term pain. Researchers documented engagement activi‑
ties and patient partner contributions and categorized them using Carman et al.’s 3 types of engagement. They 
also collected data via semi-structured group interviews with patient partners about the facilitators and challenges 
of the project using the VAV framework.

Results  In 3.5 years, patient partners contributed 487 h to the project, averaging 3.0 h per month, and participated 
in 40 meetings. They contributed to 17 products for patients, health care teams, and researchers. Most products (12 
of 17) were created using the more in-depth engagement approaches of involvement or partnership and shared 
leadership. The group identified facilitators of the project across the five VAV domains of relationship-building, trust, 
understanding & acceptance, education & communication, and self-awareness, as well as some specific challenges 
such as keeping track of products across virtual platforms and managing the high volume of project information.

Conclusions  Long-term virtual patient engagement is feasible and can use more in-depth engagement approaches. 
Additionally, it can result in substantial contributions from patients in terms of time, effort, and products. These find‑
ings can inform future long-term virtual patient engagement efforts and provide insight into how researchers can 
structure their activities to encourage and maintain deep engagement over time.
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Background
Patient engagement in research is defined as the active, 
meaningful, and collaborative interaction between 
patients and researchers across all stages of the project 
lifecycle, where decision-making is guided by patients’ 
contributions as partners, recognizing their specific 
experiences, values, and expertise [1]. Patient engage-
ment in health services research has well documented 
benefits for patients, researchers, and health systems 
[2–7]. COVID-19 changed how many researchers engage 
patients, with more traditional in-person interaction 
shifting to remote and virtual settings [8]. Literature on 
virtual patient engagement is still emerging [9], but doc-
umented benefits include enabling people from larger 
geographic areas to participate, greater accessibility of 
participation for people with long-term health condi-
tions, and avoiding the time, cost, and stress of traveling 
to an in-person meeting [8, 10–12]. Challenges include 
differences in familiarity, comfort, and access to technol-
ogy [8, 12], building and maintaining relationships when 
interactions are solely virtual [8, 9, 13–15], and sustain-
ing active participation from patients over time [12, 16]. 
Little is known about virtual engagement that lasts for 
more than two years, possibly due to these and other 
challenges.

Another gap in the literature, regardless of whether 
the engagement was in-person or virtual, is documen-
tation of the contributions of patients [17]. A lack of 
documentation makes it difficult for researchers to 
measure the impact of patients’ contributions and 
communicate it back to them and other collaborators, 

which may negatively impact patients’ motivation to 
continue working on research projects [3, 4, 14, 17, 18].

Many frameworks have been developed to character-
ize patient engagement activities [19]. Carman et  al.’s 
Multidimensional Framework for Patient and Family 
Engagement in Health and Health Care is a well-rec-
ognized resource that was developed in collaboration 
with patients. The framework identifies three levels of 
engagement: direct care that relates to the patient’s own 
health care decisions and behaviors, organizational 
design and governance of health care organizations 
(clinics, hospitals, etc.), and health-related policymak-
ing at the national, state, and local level [20]. This pro-
ject was part of a health system quality improvement 
project and focused specifically on the organizational 
design and governance level of engagement. The frame-
work also describes a continuum of engagement (con-
sultation, involvement, and partnership and shared 
leadership) based on how active and involved patients 
are in decision making. In organizational design and 
governance, the lower end of the engagement con-
tinuum (consultation) may include asking patients for 
their input without giving them much power to influ-
ence the final decision or approach. At the higher end 
of the continuum (partnership and shared leadership), 
patients are considered co-leaders of initiatives and 
have shared decision-making power [20].

The Valuing All Voices (VAV) framework comple-
ments Carman’s framework by bringing a social justice 
and health equity perspective to engagement, outlining 
five categories of activities health research teams should 

Plain English summary 

Background  Virtual patient engagement has become more common in recent years. Virtual engagement can make 
it easier for people with long-term health conditions and from larger geographic areas to be involved, but it can 
also be challenging to establish relationships and maintain engagement over time. There are not many examples 
of virtual engagement projects lasting more than two years, and many projects do not describe patients’ specific con‑
tributions to the work. Here we describe a 3.5-year project where we measured patients’ contributions and described 
the facilitators and challenges of the project using the Valuing All Voices (VAV) patient engagement framework.

Methods  Five researchers worked with four patient partners living with persistent pain to improve health care 
for others with long-term pain. We tracked how we worked together and how patient partners contributed 
to the project. We categorized the products we created together using three types of engagement that range 
from less to more in-depth. Researchers also interviewed patient partners about the facilitators and challenges 
of working together virtually.

Results  In 3.5 years, patient partners contributed 487 h to the project, averaging 3.0 h per month, and participated 
in 40 meetings. They contributed to 17 different products. Twelve of the products used more in-depth engagement 
approaches. The group identified facilitators of the project across the five VAV domains, as well as some specific 
challenges.

Conclusions  We found that long-term virtual patient engagement is feasible, can use in-depth engagement strate‑
gies, and can result in important contributions from patients in terms of time, effort, and products.
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focus on to make patient engagement more mean-
ingful and inclusive: education and communication, 
understanding and acceptance, trust, self-awareness, 
and relationship-building [21]. These two frameworks 
informed the patient engagement approach for the pro-
ject described here, which focused on improving care 
for people living with long-term pain.

The purpose of this paper is to describe how research-
ers and patients (who we called ‘patient partners’) from 
the Center for Accelerating Care Transformation at 
Kaiser Permanente Washington Health Research Insti-
tute (KPWHRI) worked together virtually on a long-
term (3.5  year) quality improvement project to design, 
implement, and evaluate an integrated care program for 
patients with persistent pain. We present our engage-
ment methodology in detail, along with clear documen-
tation of patient partners’ contributions to the work 
categorized by Carman et al.’s continuum of engagement. 
Since the VAV framework was developed for in-person 
engagement, we also describe the facilitators and chal-
lenges of this virtual project using this framework. In our 
work, we use the terms ‘persistent pain’ and ‘long-term 
pain’ instead of ‘chronic pain’ to better represent the 
diverse experiences of people living with pain [22].

Methods
Setting and approach
This work took place within the Learning Health System 
program at Kaiser Permanente Washington (KPWA), an 
integrated health system in Washington State. [23] In 
response to changing federal, state, and organizational 
opioid guidelines and dissatisfaction from both providers 
and patients about the implementation of these guide-
lines, researchers partnered with KPWA leaders, care 
teams, and patients to develop and implement the Inte-
grated Pain Management program, an evidence-based, 
patient-centered approach to reduce long-term opioid 
prescribing and improve care for patients with persistent 
pain. The KPWHRI Institutional Review Board deter-
mined that this quality improvement project was not 
human subjects research.

Patient partner recruitment and onboarding (February–
July 2020)
In forming the patient partner group, researchers sought 
to bring together KPWA patients with persistent pain 
from diverse backgrounds and medical experiences. They 
planned to recruit up to five patient partners who were 
current members of KPWA, had experience receiving 
care for persistent pain at KPWA, and were interested in 
improving pain care for patients broadly.

Starting in early 2020, researchers recruited 
patients through primary care providers and existing 

organizational groups that engaged patients. Patients 
who were contacted by the researchers also helped to 
identify additional eligible patients—one person helped 
recruit two people she already knew. Eleven interested 
patients completed interviews. Researchers extended 
invitations to join the project to eight candidates, four 
of whom (SC, MP, KR, and KV) accepted. Reasons for 
not accepting the invitation included health problems, 
burden of the onboarding process, expected time com-
mitment of the group, and perception that program 
materials were stigmatizing. The four patient partners 
then completed a set of onboarding activities, including 
an orientation meeting and administrative paperwork 
(including a background check authorization, application 
form, and W-9) required for KPWA to provide compen-
sation at a rate of $50 per hour.

Engagement methods (June 2020–November 2023)
Researchers designed the project to focus on the organi-
zational design and governance level of the Carman et al. 
framework and sought ways to move further along the 
engagement continuum to involvement and, where pos-
sible, partnership and shared leadership. One researcher, 
the patient partner coordinator (SB), was responsible 
for planning meetings, leading communications activi-
ties, and managing patient partner workload, with sup-
port from the other researchers as needed. Between June 
2020 and April 2023, we held monthly, 60-min virtual 
meetings facilitated by a researcher. From April 2023 to 
November 2023, we held bimonthly meetings. The first 
15–20  min were devoted to building interpersonal rela-
tionships through icebreaker activities and personal 
updates. The remainder of the meeting was used to share 
project updates, review patient partner feedback on pro-
ject planning, activities, and products, and/or discuss 
news of relevance to the project, such as opioid guideline 
changes.

Between meetings, the patient partner coordinator sent 
weekly, and later monthly, newsletters that explained key 
terms and policies related to pain care at KPWA, pro-
vided updates about the project, and showcased recipes 
and photos from group members. Over the course of the 
project, the coordinator sent 92 email newsletters. Patient 
partners were also asked to review and provide feedback 
on project materials. The coordinator sent documents via 
email and patient partners provided feedback using track 
changes in Microsoft Word documents, handwritten 
edits on printed copies, and verbal comments in meet-
ings. Researchers compiled and applied the feedback and 
updated the patient partners about the resulting changes 
made to the materials. The patient partner coordina-
tor also held periodic 1-on-1 check-in calls with patient 
partners to solicit feedback, learn about partners’ areas 
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of interest, and provide technical support. The patient 
partner coordinator spent approximately 12  h per week 
on engagement activities during intensive times of the 
project (developing weekly communications, facilitating 
work on products, and providing ad hoc 1-on-1 support), 
and approximately four hours per week toward the end of 
the project when communications had moved to monthly 
and patient partners had fewer products in development. 
A timeline of engagement activities is detailed in Fig. 1.

In all activities, we strived for intentional power shar-
ing, which aligns with Carman, VAV, and many other 
patient engagement frameworks that highlight the 
importance of addressing power dynamics when pur-
suing meaningful, in-depth engagement [8, 9, 16]. 
Researchers sought to de-position themselves as experts 
by emphasizing the unique expertise of each patient 
partner, encouraging them to share their perspectives 
and experiences, and tracking how their feedback was 
applied to project planning, activities, and products. 
During meetings, patient partners shared power by invit-
ing each other to offer their thoughts and ideas, validat-
ing each other’s experiences, and affirming one another’s 
contributions.

Data collection and analysis
A Guidance for Reporting Involvement of Patients and 
the Public (GRIPP 2) long form [24] is included as Addi-
tional file  1 to document how we reported our patient 
engagement activities in this manuscript.

Documentation of patient partner contributions
Researchers tracked the duration of engagement, num-
ber and purpose of meetings, hours per month patient 
partners spent on meeting preparation, attendance, and 
follow-up based on invoices received from the patient 
partners, and the total cost of patient compensation over 
the project based on all invoices received. Researchers 

also documented the total number of project materials 
that were co-created or reviewed by patient partners. 
For each product, patient partners were asked to provide 
written feedback, verbal feedback during a meeting, or 
both. To assess the depth of patient partner engagement 
on the products we created, we adapted the three types of 
engagement on Carmen’s patient engagement continuum 
(consultation, involvement, or partnership and shared 
leadership) [20] and collaboratively categorized our 
products. Where possible, researchers also tracked the 
frequency of electronic access of the products to measure 
product reach.

Patient partner interviews and analysis
Three semi-structured 90-min group interviews were 
led by SB to elicit patient partners’ reflections on the 
facilitators and challenges of the project, using VAV as a 
framework. As Roche et  al. note, group interviews sup-
port conversation and reflection between participants 
and encourage “in-depth exploration and co-construc-
tion of participant perspectives, knowledge, and beliefs” 
[21, 25]. Patient partners also asked for opportunities to 
reflect together, as they found that hearing one another’s 
ideas and feedback was generative and often sparked 
additional reflections or ideas. For each VAV component, 
the researchers asked patient partners: (1) what did this 
look like for us?, (2) when did we do this well?, and (3) 
when did we fall short? SB captured detailed notes during 
the interviews, which were analyzed by KSG to identify 
themes. Interview notes and resulting data were reviewed 
for accuracy by SC, MP, KR, KV, SB, and JM.

Results
Patient partner and researcher characteristics
Four patient partners with lived experience with pain 
collaborated closely with a team of five researchers. 
Table  1 shows the characteristics of the group. Current 

2020 2021 2022 2023
Q1* Q2 Q3 Q4 Q1 Q2 Q3 Q4 Q1 Q2 Q3 Q4 Q1 Q2 Q3 Q4**

Recruitment
Onboarding 

Weekly 
updates 
Monthly 
updates 
Monthly 

meetings 
Bi-monthly 

meetings 
* Began in Feb 2020
** Ended in November 2023

Fig. 1  Timeline of patient engagement activities
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ages of patient partners range from 46 to 72 (average: 
64); researchers range in age from 27 to 60 (average: 39). 
All patient partners and researchers identified as female. 
Three patient partners identified as White, and one iden-
tified as Black/African American. None identified as 
Latine. All five researchers identified as White; one also 
identified as Latina. All patient partners have personal 
lived experience with persistent pain. No researchers 
have this experience, although four have family mem-
bers who live with long-term pain. In addition to their 
lived experience with pain, each patient partner brought 
a range of skills to the group, including health educa-
tion, plain language writing, marketing, creative writing, 
and public speaking. A positionality statement for each 
author is included in this manuscript.

Patient partner contributions
In 3.5 years (June 2020 through November 2023), patient 
partners and researchers met 40 times to discuss project 
updates, build relationships between one another, review 
patient partner feedback on project activities and prod-
ucts, and plan future activities. An overview of patient 
partner contributions is included in Table  2. The total 
cost of patient partner compensation over the three-year 
project was $24,350.

Patient partners contributed to 17 products that used 
a combination of Carman et  al.’s engagement types. 
Table  3 includes each product, the audience, and a 
brief description. Researchers engaged patient partners 
at varying levels of collaboration on the continuum of 

engagement in creating products related to the pro-
ject. The highest level of engagement (partnership and 
shared leadership) was used for three products, involve-
ment for nine products, and consultation for four prod-
ucts. Researchers and/or patient partners initiated all 
the products that used involvement or partnership and 
shared leadership approaches, while products created 
using consultation arose from requests by other col-
laborators at KPWA. While the overall patient engage-
ment project was focused at the level of organizational 
design and governance, many of the resulting products 
are focused at the direct care level and aim to equip 
both patients and care teams to move along the engage-
ment continuum so that patients are empowered and 
care teams have tools to treat persistent pain with a 
comprehensive approach. Researchers and patient part-
ners are also collaborating on two manuscripts related 
to this project to be submitted to peer-reviewed jour-
nals, with the intended audience of health system lead-
ers and researchers.

In addition to developing specific products, patient 
partners also contributed to the overall Integrated 
Pain Management program in many ways that are dif-
ficult to itemize. These include encouraging research-
ers to avoid stigmatizing language, holding researchers 
accountable for documenting and reporting back on 
how they applied patient partner feedback, and helping 
researchers consider patient perspectives when mak-
ing decisions about the project and working with other 
partners in KPWA (e.g., clinic staff and organizational 
leaders).

Semi-structured group interviews revealed that 
patient partners valued time in meetings to collectively 
discuss feedback on products and hear from research-
ers about how their comments and edits were incorpo-
rated into drafts and final versions. During some review 
meetings the researchers used Miro [26], an online vir-
tual collaboration platform, to keep track of ideas and 
then organize them together, which patient partners 
found helpful. Patient partner edits ranged from minor 

Table 1  Characteristics of patient partners and researchers 
(N = 9)

*No researcher had lived experience with persistent pain, but 4 of the 5 had 
family members who live with persistent pain

Number (range or %)

Patient partners Researchers

Age

 Mean (range) 64 (46–72) 39 (27–60)

Gender

 Female 4 (100%) 5 (100%)

 Male 0 (0%) 0 (0%)

Race

 Black/African American 1 (25%) 0 (0%)

 White 3 (75%) 5 (100%)

Ethnicity

 Latine 0 (0%) 1 (20%)

 Non-Latine 4 (100%) 4 (80%)

Lived experience with persistent pain

 Yes 4 (100%) 0 (0%)*

 No 0 (0%) 5 (100%)

Table 2  Overview of patient partner engagement in the KPWA 
Integrated Pain Management program

Number of meetings 40

Average number of hours per month contributed 
by patient partners

3.0

Total number of hours contributed to project 
by patient partners

487 h

Duration of engagement 3.5 years (June 
2020–December 
2023)

Total number of co-developed products 17



Page 6 of 11Stefanik‑Guizlo et al. Research Involvement and Engagement           (2024) 10:28 

Ta
bl

e 
3 

Pr
oj

ec
t p

ro
du

ct
s 

co
-d

ev
el

op
ed

 w
ith

 p
at

ie
nt

 p
ar

tn
er

s, 
ca

te
go

riz
ed

 b
y 

Ca
rm

an
’s 

co
nt

in
uu

m
 o

f e
ng

ag
em

en
t *

*D
efi

ni
tio

ns
 fo

r t
he

 c
on

tin
uu

m
 o

f e
ng

ag
em

en
t a

da
pt

ed
 fr

om
 C

ar
m

an
 e

t a
l.’s

 M
ul

tid
im

en
si

on
al

 F
ra

m
ew

or
k 

fo
r P

at
ie

nt
 a

nd
 F

am
ily

 E
ng

ag
em

en
t i

n 
H

ea
lth

 a
nd

 H
ea

lth
 C

ar
e3

Pr
od

uc
t

A
ud

ie
nc

e
D

es
cr

ip
tio

n

Pa
rt

ne
rs

hi
p 

an
d 

sh
ar

ed
 le

ad
er

sh
ip

: p
ro

du
ct

 w
as

 in
iti

at
ed

 b
y 

pa
tie

nt
 p

ar
tn

er
s 

an
d 

re
se

ar
ch

er
s 

us
in

g 
sh

ar
ed

 p
ow

er
 in

 d
ec

is
io

n-
m

ak
in

g;
 p

at
ie

nt
 p

ar
tn

er
s 

su
bs

ta
nt

iv
el

y 
co

nt
rib

ut
ed

 to
 d

ev
el

op
in

g 
th

e 
pr

od
uc

t, 
co

m
pl

et
ed

 in
-d

ep
th

 re
vi

ew
(s

), 
an

d 
re

co
m

m
en

de
d 

ch
an

ge
s 

to
 e

ns
ur

e 
pa

tie
nt

-c
en

te
re

dn
es

s

To
ol

ki
t f

or
 M

an
ag

in
g 

Pe
rs

is
te

nt
 P

ai
n

Pe
op

le
 w

ith
 p

er
si

st
en

t p
ai

n
60

-p
ag

e 
to

ol
ki

t w
ith

 in
fo

rm
at

io
n 

ab
ou

t p
er

si
st

en
t p

ai
n,

 s
el

f-m
an

ag
em

en
t 

st
ra

te
gi

es
, t

re
at

m
en

t o
pt

io
ns

, a
nd

 n
av

ig
at

in
g 

th
e 

he
al

th
 c

ar
e 

sy
st

em
. A

ls
o 

in
cl

ud
es

 s
to

rie
s, 

jo
ur

na
l p

ro
m

pt
s, 

tr
ac

ke
rs

, a
nd

 c
he

ck
lis

ts
. A

va
ila

bl
e 

in
 th

re
e 

ve
rs

io
ns

: p
ub

lic
, K

PW
A

-s
pe

ci
fic

, a
nd

 S
pa

ni
sh

. A
cc

es
se

d 
el

ec
tr

on
ic

al
ly

 8
11

 
tim

es
 a

s 
of

 N
ov

em
be

r 2
02

3

Si
x-

pa
rt

 d
is

cu
ss

io
n 

gu
id

e 
ab

ou
t b

ia
s, 

st
ig

m
a,

 a
nd

 ra
ci

sm
 in

 p
ai

n 
ca

re
Pr

im
ar

y 
ca

re
 te

am
s

In
te

nd
ed

 to
 s

up
po

rt
 c

lin
ic

 te
am

s 
in

 ta
ki

ng
 a

ct
io

n 
to

 re
du

ce
 b

ia
s, 

st
ig

m
a,

 
an

d 
ra

ci
sm

 in
 c

ar
e 

fo
r p

at
ie

nt
s 

w
ith

 p
er

si
st

en
t p

ai
n.

 In
cl

ud
es

 s
ix

 m
od

ul
es

 
of

 c
on

te
nt

 th
at

 c
an

 b
e 

co
ve

re
d 

in
 1

5–
20

 m
in

 a
t a

 h
ud

dl
e 

or
 c

lin
ic

 s
ta

ff 
m

ee
t‑

in
g

Em
pa

th
ic

 P
ai

n 
Co

nv
er

sa
tio

ns
 tr

ai
ni

ng
 

sc
en

ar
io

H
ea

lth
 c

ar
e 

te
am

s
Pa

rt
 o

f a
 tw

o-
pa

rt
, t

w
o-

ho
ur

 tr
ai

ni
ng

 a
bo

ut
 e

m
pa

th
ic

 c
om

m
un

ic
at

io
n 

st
ra

te
gi

es
 fo

r c
ar

in
g 

fo
r p

at
ie

nt
s 

w
ith

 p
er

si
st

en
t p

ai
n.

 T
he

 s
ce

na
rio

 d
es

cr
ib

es
 

an
 e

xa
m

pl
e 

si
tu

at
io

n 
fro

m
 th

e 
pe

rs
pe

ct
iv

es
 o

f a
 p

at
ie

nt
 a

nd
 a

 h
ea

lth
 c

ar
e 

pr
ov

id
er

 a
nd

 o
ffe

rs
 re

co
m

m
en

da
tio

ns
 fr

om
 p

at
ie

nt
 p

ar
tn

er
s

In
vo

lv
em

en
t: 

pr
od

uc
t w

as
 in

iti
at

ed
 b

y 
re

se
ar

ch
er

s; 
pa

tie
nt

 p
ar

tn
er

s 
co

m
pl

et
ed

 in
-d

ep
th

 re
vi

ew
(s

) a
nd

 re
co

m
m

en
de

d 
ch

an
ge

s 
to

 e
ns

ur
e 

pa
tie

nt
-c

en
te

re
dn

es
s

Pa
tie

nt
 e

du
ca

tio
n 

ha
nd

ou
ts

 [4
]

Pe
op

le
 w

ith
 p

er
si

st
en

t p
ai

n
Fo

ur
 h

an
do

ut
s 

w
ith

 in
fo

rm
at

io
n 

an
d 

re
so

ur
ce

s. 
To

pi
cs

 in
cl

ud
e 

un
de

rs
ta

nd
in

g 
lo

ng
-t

er
m

 p
ai

n,
 c

om
pl

em
en

ta
ry

 tr
ea

tm
en

ts
 fo

r l
on

g-
te

rm
 p

ai
n,

 u
si

ng
 o

pi
oi

d 
m

ed
ic

in
e 

fo
r l

on
g-

te
rm

 p
ai

n,
 a

nd
 e

du
ca

tio
na

l v
id

eo
s 

fo
r p

at
ie

nt
s 

w
ith

 lo
ng

-
te

rm
 p

ai
n.

 A
va

ila
bl

e 
in

 C
hi

ne
se

, E
ng

lis
h,

 K
hm

er
, K

or
ea

n,
 R

us
si

an
, S

pa
ni

sh
, 

an
d 

Vi
et

na
m

es
e 

A
cc

es
se

d 
el

ec
tr

on
ic

al
ly

 1
,8

65
 ti

m
es

 a
s 

of
 N

ov
em

be
r 2

02
3

Sc
rip

ts
 fo

r h
ea

lth
 c

ar
e 

pr
ov

id
er

s 
to

 h
el

p 
th

em
 ta

lk
 w

ith
 p

at
ie

nt
s 

ab
ou

t s
en

si
tiv

e 
to

pi
cs

 [3
]

Pr
im

ar
y 

ca
re

 p
ro

vi
de

rs
Co

m
pr

eh
en

si
ve

, p
at

ie
nt

-c
en

te
re

d 
sc

rip
ts

 to
 h

el
p 

he
al

th
 c

ar
e 

pr
ov

id
er

s 
ta

lk
 to

 p
at

ie
nt

s 
ab

ou
t t

he
ir 

ch
ro

ni
c 

op
io

id
 th

er
ap

y 
pl

an
, t

ap
er

in
g 

op
io

id
s, 

an
d 

na
lo

xo
ne

. P
ro

vi
de

s 
st

ra
te

gi
es

 fo
r c

om
m

un
ic

at
io

n 
us

in
g 

th
e 

A
sk

-O
ffe

r-
A

sk
 

ap
pr

oa
ch

Po
st

er
s 

ab
ou

t t
he

 p
at

ie
nt

 p
ar

tn
er

s’ 
w

or
k 

fo
r d

is
se

m
in

at
io

n 
at

 a
ca

de
m

ic
 

co
nf

er
en

ce
s 

[2
]

H
ea

lth
 c

ar
e 

re
se

ar
ch

er
s

Po
st

er
s 

ab
ou

t t
hi

s 
pr

oj
ec

t w
er

e 
ac

ce
pt

ed
 a

nd
 p

re
se

nt
ed

 a
t t

he
 2

02
2 

H
ea

lth
 

Ca
re

 S
ys

te
m

s 
Re

se
ar

ch
 N

et
w

or
k 

co
nf

er
en

ce
 a

nd
 2

02
3 

A
ca

de
m

yH
ea

lth
 c

on
fe

r‑
en

ce

Co
ns

ul
ta

tio
n:

 p
ro

du
ct

 w
as

 in
iti

at
ed

 b
y 

a 
pe

rs
on

 o
r t

ea
m

 o
ut

si
de

 o
f t

he
 g

ro
up

; p
at

ie
nt

 p
ar

tn
er

s 
co

m
pl

et
ed

 o
ne

-t
im

e 
re

vi
ew

 a
nd

 o
ffe

re
d 

fe
ed

ba
ck

Jo
ur

ne
y 

m
ap

 o
f p

er
si

st
en

t p
ai

n 
m

an
‑

ag
em

en
t i

n 
pr

im
ar

y 
ca

re
 a

t K
PW

A
O

ur
 te

am
 o

f r
es

ea
rc

he
rs

 a
nd

 p
at

ie
nt

 p
ar

tn
er

s
Sy

nt
he

si
s 

of
 th

em
es

 fr
om

 in
te

rv
ie

w
s 

w
ith

 p
eo

pl
e 

re
ce

iv
in

g 
pa

in
 m

an
ag

em
en

t 
su

pp
or

t a
t K

PW
A

. U
se

d 
to

 g
ro

un
d 

th
e 

te
am

 in
 th

e 
pa

tie
nt

 e
xp

er
ie

nc
e 

ea
rly

 
in

 th
e 

pr
oj

ec
t a

nd
 id

en
tif

y 
op

po
rt

un
iti

es
 fo

r i
nt

er
ve

nt
io

n

Pa
in

 s
ki

lls
 c

la
ss

 m
ar

ke
tin

g 
fly

er
Pe

op
le

 w
ith

 p
er

si
st

en
t p

ai
n

Re
cr

ui
tm

en
t fl

ye
r f

or
 a

 fo
ur

-s
es

si
on

 v
irt

ua
l c

la
ss

 le
d 

by
 a

 s
oc

ia
l w

or
ke

r t
o 

eq
ui

p 
pa

tie
nt

s 
w

ith
 s

el
f-m

an
ag

em
en

t s
ki

lls
 fo

r p
er

si
st

en
t p

ai
n

Ca
re

 m
an

ag
em

en
t f

or
 c

hr
on

ic
 p

ai
n 

pr
og

ra
m

 re
cr

ui
tm

en
t fl

ye
r

Pe
op

le
 w

ith
 p

er
si

st
en

t p
ai

n
Re

cr
ui

tm
en

t fl
ye

r f
or

 a
 p

ro
gr

am
 th

at
 c

on
ne

ct
s 

pe
op

le
 w

ho
 ta

ke
 d

ai
ly

 
op

io
id

 m
ed

ic
in

es
 fo

r p
ai

n 
w

ith
 a

 s
oc

ia
l w

or
ke

r a
nd

 p
ha

rm
ac

is
t w

ho
 p

ro
vi

de
 

re
so

ur
ce

s, 
su

pp
or

t, 
an

d 
as

si
st

an
ce

 w
ith

 m
an

ag
in

g 
pa

in
 m

ed
ic

in
es

Ca
re

 m
an

ag
em

en
t f

or
 c

hr
on

ic
 p

ai
n 

pr
og

ra
m

 s
cr

ip
t

Pr
im

ar
y 

ca
re

 p
ro

vi
de

rs
Sc

rip
t t

ha
t p

rim
ar

y 
ca

re
 p

ro
vi

de
rs

 c
an

 u
se

 to
 te

ll 
pa

tie
nt

s 
ab

ou
t a

 p
ro

gr
am

 
th

at
 c

on
ne

ct
s 

pe
op

le
 w

ho
 ta

ke
 d

ai
ly

 o
pi

oi
d 

m
ed

ic
in

es
 fo

r p
ai

n 
w

ith
 a

 s
oc

ia
l 

w
or

ke
r a

nd
 p

ha
rm

ac
is

t w
ho

 p
ro

vi
de

 re
so

ur
ce

s 
an

d 
su

pp
or

t, 
an

d 
as

si
st

an
ce

 
w

ith
 m

an
ag

in
g 

pa
in

 m
ed

ic
in

es



Page 7 of 11Stefanik‑Guizlo et al. Research Involvement and Engagement           (2024) 10:28 	

edits to enhance readability and increase visual appeal 
to larger, more comprehensive changes. For example, 
we changed the language in our products to use the 
term ‘persistent pain’ instead of ‘chronic pain’ because 
patient partners noted the negative connotation that 
usually comes with the adjective ‘chronic’ (e.g., ‘chroni-
cally late’ or ‘chronic liar’). We also shifted the voice of 
the Toolkit for Persistent Pain from third to first person 
to be more appealing to people living with pain. As a 
final example, based on their own experiences, patient 
partners saw a need for training health care teams 
about stigma, bias, and racism in pain care, which led 
to the co-production of a six-part discussion guide on 
these topics for primary care teams.

Project facilitators and challenges
Patient partners identified the facilitators and chal-
lenges of this virtual engagement project, shown by VAV 
domain in Table  4. Facilitators included researchers 
engaging patients early in the process (trust), position-
ing patient partners as the experts (trust), and providing 
information about the project, its goals, the context, and 
the potential impact (education and communication). 
The group dedicated 15–20 min of each 60-min meeting 
to personal updates and icebreakers (relationship-build-
ing), validated and celebrated one another for showing 
up even when they were not feeling well (understanding 
and acceptance), and made sure to hear from everyone 
during discussions and decision-making (education and 
communication). Researchers and patient partners were 
also mindful of their positionality and privilege and spent 
time discussing the impact of various forms of bias and 
discrimination on people with pain (self-awareness). 
Group members embraced practicing “mess up, fess up” 
by admitting when they made mistakes or said something 
that could be hurtful to others (trust, self-awareness).

There were also challenges in the project (shown by 
VAV domain in Table 4). Patient partners sometimes felt 
overwhelmed by the volume of information and found 
it challenging to locate various drafts and final versions 
of products across different electronic platforms such as 
email and Slack (education and communication). Early 
in the project, the group tested having 15 min of pre-
meeting virtual social time to give patient partners time 
to connect on video without the researchers, but patient 
partners found the time to be too unstructured and not 
necessary (relationship-building). The researchers did 
not always clearly convey by email what pre-work was 
expected before meetings (understanding and accept-
ance). This was not a demographically diverse group, 
which created a risk of tokenizing people’s experiences 
(self-awareness).

Patient partners identified benefits to virtual patient 
engagement across all five VAV domains. Virtual engage-
ment enabled people from more geographic areas and 
with various obligations (work, family, etc.) to participate 
(understanding and acceptance, relationship-building). 
Patient partners could attend meetings from their own 
spaces where they were comfortable (self-awareness), 
without having to dress formally (trust). The techni-
cal features of virtual meetings, such as only one person 
being able to talk at a time and a group norm of using 
the mute function when not speaking, made it easier for 
all participants to be heard in a respectful way (education 
and communication). The virtual format was particularly 
beneficial on days when patient partners were experienc-
ing increased pain—often they were still able to partici-
pate in the meetings, which wouldn’t have been possible 
if they needed to attend in-person (self-awareness).

Though not specific to virtual engagement, poten-
tial harm to patient partners from engagement activi-
ties emerged as an important concern. Patient partners 
noted it was at times difficult to be deeply engaged in a 
long-term, in-depth health system improvement project 
while simultaneously experiencing the negative impact 
of health system policies in their daily lives (e.g., expe-
riencing stigma when completing required urine drug 
screens). Although researchers were successful in advo-
cating for changes to address some health system harms 
identified by patient partners, the slow pace of change 
was a challenge.

Discussion
This study found that virtual patient engagement over a 
long period of time is both feasible and productive. Vir-
tual patient engagement has increased in recent years, 
but our project is one of few reported studies where 
researchers partnered closely with patients for more than 
two years. This may be because others have noted that a 
virtual setting lacks some advantages of in-person con-
tact and creates barriers to productive engagement [8, 9, 
13, 14, 18, 27, 28]. For example, in a mixed methods study 
of more than 200 patients and professionals, many par-
ticipants reported challenges building relationships in a 
virtual setting, and the majority preferred a mix of virtual 
and in-person meetings [12]. In a 6-month community-
based participatory research project that had to abruptly 
transition to virtual meetings due to COVID-19, the 
group found that engagement decreased, but dramati-
cally improved once they went back to meeting in person 
[16]. In contrast, we were able to maintain active engage-
ment throughout our 3.5-year project.

Our success in maintaining virtual engagement over 
time may be in part due to our use of two helpful frame-
works: Carman et  al.’s Multidimensional Framework for 
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Patient and Family Engagement in Health and Health 
Care and VAV [20, 21]. Both frameworks were devel-
oped in partnership with patients and strive to support 
researchers in partnering with patients in a thoughtful, 
intentional way, which previous research has shown is 
critically important [19, 29]. While neither was devel-
oped specifically for virtual engagement, we found both 
frameworks to be valuable in planning our engagement 
approach. The Carman et al. framework helped research-
ers think about ways to advance along the continuum of 
engagement to more deeply engage patient partners in 
organizational design and governance, and we also co-
produced products to help patients and care teams to 
move further along the continuum at the level of direct 
care. The five VAV domains of trust, self-awareness, 
empathy, relationship-building, and education and com-
munication provided specific areas for researchers to 
focus on when planning virtual patient engagement 
activities and helped build group cohesion and trust, 
despite not having face-to-face interaction. Consistent 
with previously published literature on virtual engage-
ment [8, 10–12], we also identified benefits specific to 
virtual engagement such as allowing people from larger 
geographic areas and with varying work and family obli-
gations to participate in the project and enabling people 
who live with persistent pain to join meetings even on 
days when they were having increased pain, which would 
not have been possible if meetings were in-person.

Documentation of patients’ contributions to pro-
jects is a commonly reported challenge in the literature 
[22] regardless of whether engagement was in-person 
or virtual. Our project aimed to document and report 
patients’ contributions on multiple levels to help fill 
this gap. In addition to tracking quantitative data such 
as the number of hours per month our patient partners 
spent on the project and the total number of meet-
ings, we also co-created 17 products and characterized 
how we developed these using Carman’s engagement 
types. We primarily employed more in-depth types of 
engagement, either involvement or partnership and 
shared leadership, for the products we created. In 
alignment with best practices identified by numerous 
other researchers [3, 14, 18], researchers in this project 
reported back to patient partners about how their feed-
back was applied, which built trust, demonstrated that 
patient partners were true collaborators, and helped 
to ensure that our final products aligned with patient 
partner perspectives. The resulting products benefit-
ted from the depth of patient partners’ involvement—
they included accessible, non-stigmatizing language 
and presented information in a patient-centered way. 
The fact that products were co-produced with patient 
partners also generated interest among care teams and 

patient groups at KPWA and the broader community, 
and researchers in turn reported this impact back to 
patient partners.

This work has several limitations. First, the group is 
small and not demographically diverse, particularly in 
terms of race, ethnicity, age, and gender. As a result, there 
is a potential for tokenizing people’s experiences and/or 
not being able to bring the perspectives of others into 
the conversations. While we actively sought to mitigate 
this limitation by considering the perspectives of those 
who were not represented, this approach cannot substi-
tute for diverse representation. Second, one patient part-
ner helped recruit two people she already knew, which, 
as Jones and colleagues similarly reported in their work 
[12], may have made it easier for those group members 
to build trust and start engaging deeply in the work. Rep-
licating this project in other settings might require more 
time to allow patient partners to build relationships with 
one another.

Conclusions
We demonstrated that long-term virtual patient engage-
ment is feasible and can use more in-depth engagement 
approaches. Additionally, we documented the contri-
butions of patient partners in terms of time, effort, and 
products to demonstrate the substantial value they added 
to the project. Our findings can inform future long-term 
virtual patient engagement efforts and provide insight 
into how researchers can structure their activities to 
encourage and maintain deep engagement over time.
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