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ORIGINAL RESEARCH

“How Can We Talk about Patient-centered Care
without Patients at the Table?” Lessons Learned
from Patient Advisory Councils

Anjana E. Sharma, MD, Rachel Willard-Grace, MPH, Andrew Willis, BA,
Olivia Zieve, MSW, MPH, Kate Dubé, BA, Charla Parker, MPA,

and Michael B. Potter, MD

Context and Objective: Patient advisory councils (PACs) are a strategy for primary care clinics to en-
gage patients in practice improvement. However, there is scant research on how PACs function. This
study aimed to understand how PACs are organized and identify common challenges and perceived ben-

efits of high-functioning PACs.

Setting and Population: Key informants identified 8 primary care clinics in California with high-
functioning PACs. Leaders from each of the 8 clinics nominated 1 clinic staff member and 1 PAC patient

member to be interviewed.

Study Design: Semistructured, one-on-one interviews were conducted at each clinic site or by phone.
Interviews were dual-coded using modified grounded theory. Common themes were identified that
would be pertinent to the development of future best practices for running PACs.

Results: Common characteristics of high-functioning PACs included careful attention to participant
recruitment, facilitation strategies guiding diverse personalities toward a common purpose, and assign-
ing accountability for practice improvement projects. Interviewees identified a variety of positive outcomes
that ranged from tangible improvements to the waiting area to a more patient-centered staff culture.

Conclusions: PACs show potential for promoting patient-centered practice improvements in primary
care. Lessons learned from high-functioning PACs can inform a common set of strategies to assist prac-
tices in creating and sustaining effective advisory councils.(J Am Board Fam Med 2016;29:775-784.)

Keywords: Advisory Committees, Consumer Involvement, Patient Engagement, Quality Improvement,

Patient-Centered Care, Medical Home

Patient engagement, a concept growing in popu-
larity, can be defined as partnership between pa-
tients, families, and caregivers to improve health
care.! Typically, patient engagement is conceptu-
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(PCMH).* PACs are groups of patients, family
members, and caregivers who meet on a regular
basis to help identify practice improvement prior-
ities and support practice improvement projects in
collaboration with clinic staff members and leaders.
However, only a third of certified PCMHs engage
patients at the practice level through programs
such as PACs.* This may be because of the per-
ceived effort required to organize PACs and limited
data on the beneficial outcomes of such patient
engagement activities. There is case-based evi-
dence that inpatient advisory councils have had a
positive effect on patient safety’ and readmissions®;
however, less research has been performed in out-
patient settings. One systematic review comprised
primarily of case studies found that patient advisors
helped improve clinic access and informational ma-
terials for patients.” Another study found that when
patient advisors worked with staff to set clinic pri-
orities, those priorities were more aligned with the
tenets of the PCMH than when staff set priorities
alone.® However, there is very little data on how
PAC:s function within primary care clinics.

This study aimed to use qualitative methods to
learn more about both patient and staff experiences
with PACs in the primary care setting, and to
expand our limited understanding of how PACs are
established and maintained at primary care clinics.

Methods

Setting

"This qualitative study was part of a mixed-methods
needs assessment of patient engagement at the
practice level led by the Center for Excellence in
Primary Care (CEPC) and the San Francisco Bay
Area Collaborative Research Network (SFBayCRN)
at the University of California San Francisco, in part-
nership with 2 principal regional stakeholders in pa-
tient engagement: the Western Clinician’s Net-
work, a membership-based organization for
community health center leaders in Arizona, Cali-
fornia, Hawaii, Nevada, and the Pacific Islands, and
the Center for Care Innovations, a nonprofit fo-
cused on facilitating innovation and quality im-
provement in safety net settings.

Sample

Through meetings with local and regional leaders
in the field of patient engagement in practice trans-
formation, the research team identified high-func-

tioning PACs within Northern California. The
study team used a positive deviance sampling strat-
egy, based on the approach that surveying organi-
zations that excel in a challenging arena can help
identify best practices.” With this approach, we met
with key informants, primarily members of health
care nonprofits with experience funding and facil-
itating patient engagement initiatives, who identi-
fied clinics with advisory councils that were consid-
ered “high-functioning.” High-functioning PACs
were considered to be so if they had PACs that had
been operating for at least 6 months, were meeting
on a regular basis, and had helped produce concrete
improvements to clinic operations as identified by
our key informants.

Clinics agreeing to participate nominated 1
clinic staff member and 1 PAC patient member to
be interviewed. Staff members interviewed were
those considered to be most involved with their
PAC. All participants provided informed consent.
The study protocol was reviewed by the University
of California San Francisco Committee on Human
Research and determined to be exempt.

Data Collection

An interview guide was designed by the study au-
thors to explore how PACs promote patient en-
gagement within clinics. The interview guide ex-
plored how PACs were formed and managed, and
how clinics took advantage of PACs to improve
clinic operations (See Appendix 1 for instrument).
The interview guide was pilot tested and refined
with input from project partners experienced in
working with PACs.

Semistructured interviews were conducted indi-
vidually in person or via telephone by a trained re-
search assistant from May through August 2014. In-
terviews were conducted in English or Spanish.
Interviewees were reimbursed with a $25.00 gift card
for their time. Sites were recruited and interviews
were conducted until the research team observed that
no new concepts were arising from interviews, sug-
gesting that thematic saturation was reached.'®

Data Management and Analysis

Interviews were transcribed, translated, and de-
identified. Three members of the research group
closely read all interviews and identified 16 main
areas of interest that became the initial codes. In-
terviews were dual coded, in which each transcript
was independently coded by 2 reviewers who dis-
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Table 1. Demographic Characteristics of Patient Advisory Councils (PACs)

Site Patient Members in Meeting Meeting
No. Clinic Type Duration of PAC PAC, n Facilitator Language
1 Public health internal 1.5 years 7t09 Staff member English
medicine health center,
FQHC

2 Public health family medicine 4 years 7 Staff member English
health center, FQHC

3 FQHC 10 months 15 Staff member Spanish

4 Non-profit network of family 3 years 22 patients representing Staff member English
medicine FQHCs network of 11 practices

5 Academic family medicine 5 years 12 Staff and patient English
health center co-chair

6 Public health community 8 months 12 Staff member Spanish
health center, FQHC

7 Urban FQHC 2 years 15 Staff member Spanish

Rural FQHC 6 months 12 Staff member English

FQHC, federally qualified health center.

cussed any discrepancies and revised the codebook
to reflect their consensus. Data were analyzed using
modified grounded theory,'""'?
allowed to emerge, although we had some frame-
work of concepts approaching the data based on
our prior experience with PACs. The coding pro-
gressed in an iterative process, with the team meet-
ing frequently to refine the codebook. Disagree-
ments or discrepancies in coding were resolved
through discussion between coders and additional
discussion with other research group members un-
til agreement was reached. Dual-coded interviews
were entered into Atlas.ti (Version 7.0, Atlas.t Sci-
entific Software Development, GmbH)."?

After dual coding all interviews, key findings
were reviewed by the entire research group to con-
firm validation. Several major themes were derived
from key findings. These themes were reviewed to
identify variations between staff and patient re-
spondents. The research group selected final
themes based on prevalence among the interview-
ees and relevance for best practices.

in which ideas were

Results

Of 13 nominated and invited clinics, 8 participated
in the study, providing a total of 15 interviews.
Two interviews were conducted at each site, 1 with
a PAC staff member and 1 with a PAC patient
member, with the exception of 1 clinic in which the
clinic staff did not identify a patient leader to be
interviewed. Interviews ranged from 45 to 60 min-
utes in length. Two patient interviews were con-

ducted in Spanish. Four respondents (1 staff and 3
patients) self identified as Latino/a and 10 (7 staff
and 3 patients) were female. PAC sized ranged
from 7 to 15 members, and the duration of the
PACs ranged from 6 months to 5 years. Of the 8
participating clinics, 5 served urban and 3 served
rural areas. Seven of the organizations were family
medicine specialty sites, and 1 was a general inter-
nal medicine site. Six of the sites were federally
qualified health centers. Seven of the sites were
safety-net clinics, and 1 site was a university-attili-
ated health center. A summary of the demographic
details of clinic sites and PACs is listed in Table 1.
Four salient themes emerged from the interviews,
roughly corresponding to the way a PAC is initially
established (Logistcs/Setup and Recruitment), the
process of running a PAC meeting (Meeting Process),
how PAC projects are implemented (Implementa-
tion/Followup), and the effect a PAC has on a clinic.
A synthesis of proposed best practices culled from the
data are listed in Table 2, with 4 prominent themes
discussed in detail below. The interviewees also de-
scribed an array of impactful projects done in con-
junction with PACs, which are listed in Table 3 and
exemplify how these PACs were high functioning.

Theme No. 1: Recruitment Strategies Aim to Identify
Patient Members with Strong Communication Skills
Who Are Reflective of the Demographics of the
Patients Served

Recruitment of patient members for PACs typically
involved publicizing the group in the clinic, obtain-
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Table 2. Proposed Best Practices for Patient Advisory Councils (PACs)

Activity Best Practice Supporting Quotes
Logistics/Setup Membership of 7-15 people with term  “At first we were only three or four and now we’re 12 or
limits, monthly meetings 13 members, so I think that if we had more members
from the very beginning the changes could have been
achieved more quickly.”

Reimbursement/ incentives “So for each, in compensation for like their time, each
patient gets a gift card, a $10 gift card, each meeting
they come.”

Dedicated staff with protected time/ “There has to be sort of staff resource in place as far as is

resources for planning there someone who has the capacity to sort of lead this
project. . . I'm a full time staff person and I spend a lot
of my work life helping to manage this. . . so it does take
some time and effort.”

Engaged leadership “The top senior management team needs to be completely,
100% involved in the process and then get everyone
excited and buy-in and help them through statistics and
examples and patient stories.”

Recruitment Formal interview process with So I think it was so important for us to sit down, to go

Meeting Process

Implementation/Follow-up

consideration of communication

skills

Focus on establishing a PAC that is
reflective of the patient population
served

Support/training for new members

Term limits; ongoing/rolling
recruitment

Strong, trained facilitators

Patients bring their own experiences
for practice improvement projects

Staff members come to present to
advisory council for “focus groups”

PAC:s reach out to broader clinic to
hear patient needs

Clear definitions of roles for
operationalizing projects, with both
staff and patients contributing.

Selection of the “right” project on the
right scale

Clear channels of communication and
follow-up between advisory councils
and rest of clinic

through an interview process. Can you communicate
with each other in a productive way?. . . And making
sure that we had at least people with different
experiences to bring, and then sharing with them really
what our mission is about.”

“We do, you know, in the kind of instructions we give
them to recruit patients or support we give them to
recruit patients, we really ask them to make sure that
they recruit someone that’s sort of reflective of some of
the demographics of their practice.

“We empower them through the Advisory Council. . . we
really teach our advisors to do that so if they don’t come
with those skills, those are teachable skills.”

“We do have term limitations on our council
members. . . ‘cause we need fresh voices.”

“You can create this trust where people like they don’t feel
like judged if like they bring an idea that’s not good. . . I
would really work on having this like safety space where
everybody feels they can share ideas and they won’t be
criticized.”

“Patients also initiate projects. It kind of comes up more
like I have this concern. And then we break down what
might have led to that experience.”

“Each meeting, there is always somebody from some—like
the library or like today we had the lady with the other
group. They come in and let us know what they’re up to
and what’s going on with them.”

“I think that in order that the council works things should
be done together with the staff and I also suggested that
all the staff members should be notified of the changes.”

“Most of the time (clinic leadership) are very receptive to
the ideas. And if for some reason they can’t do anything
about it right now, then they say, “That’s a great idea
but right now we’re holding off on it.” So then I
reported that back to the Advisory Board.”

“It’s really important that the opinion goes somewhere so
we try to be cognizant of trying to tell the council, “the
last time you gave us this feedback. This is what
happened to it and we think this is going to be the next
steps we’re going to take to making this change.”

ing staff and provider nominations, and conducting
interviews of nominated or interested patients as a
“vetting” process before inviting them to be a PAC

member. Staff interviewees described wanting to
recruit the “right patient” to participate in an ad-
visory council: someone who could communicate
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Table 3. Examples of Practice Improvement Projects Established by Patient Advisory Councils

Area of Impact

Examples

Clinic physical space

Improved waiting room chairs

Creation of wheelchair access

Clinic artwork

Posting of facesheets/bios of providers

Healthy vending machine food

Improved clinic signage

Patient care/care communication

Distribution of BP cuffs and scales for patients

Creation of patient feedback comment box

Patient emergency medical sheet

Improved visit summary

Improved Spanish-language materials

Patient-designed clinic brochure and welcome letter

Redesigned advance directive packet

Feedback on provider practice regarding giving bad news

Feedback on barriers to immunization

Creation of patient visit preparation tool

Patient calendar

Clinic workflow/system

Feedback on online patient portal/electronic medical record

Feedback on staff customer service
Designing PDSA (Plan-Do-Study-Act cycles)
Program to reduce patient no-shows

Improved telephone access and Spanish-language phone access

Interventions to reduce patient wait time

Impact on clinic culture

Staff are more receptive to patent feedback

Staff seeks patient feedback before initiating projects

Staff draw connections between improved patient experience of care and improved

patient adherence

Staff exposure to patient narratives

Changes in staff language more focused on patient experience

Initial staff resistance has abated

Movement to include patient members in other clinic programs and working groups

Improved sense of gratification and mission in work

BP, blood pressure.

ideas but also listen to others and who could work
in a group even when there were differing opinions;
“So in terms of patients, I guess picking or choos-
ing patients to participate on an Advisory Board is
a little tricky because you want someone who is able
to share ideas but also listen to ideas...” Another
staff member described multiple aims for their re-
cruitment strategy:

“We learned... that you cannot just take anybody
who applies, okay? Even though you want to. The
thing that is most important is not what they think so
much as how they express it. And so when you are
vetting a patient or family member for a council
position, it is really critical that they are not combat-
ive, that they are able to represent a number of voices
and to listen to a number of voices and that they can

be representative of people who are unlike them-
selves. And of course they all represent themselves
and so hopetully you can try to get as diverse a council
as you can, but that is also another challenge.”
Although clinic staff members described want-
ing to recruit patients with specific communication
skills, all 8 respondents also mentioned the goal to
recruit members who would be reflective of the
diversity of a clinic’s patient population. Five staff
and 1 patient mentioned the challenges of recruit-
ing PAC members who were younger in age, mem-
bers of ethnic minorities, working patients or par-
ents, male members, those of lower literacy, those
with chronic illness, and members of sexual minor-
ity groups. Establishing an advisory council that is
reflective of the patient population served seemed
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to be a secondary goal for staff: “I think once we’re
established and solid and work out all the processes
I am going to focus on what groups are we not
representing.” Challenges to improving diversity
on councils included timing of meetings conflicting
with work hours, lack of resources for interpreters,
challenges for clinics to accommodate issues of
physical frailty and disabilities affecting communi-
cation, and difficulty getting participation from
younger patients and working families. Some pa-
tients described natural limitations of the perspec-
tive available within an advisory council and looked
to strategies to collect broader patient feedback
through comment boxes and surveys.

Theme No. 2: Skilled Facilitation Is Instrumental
Jor Successful and Productive PAC Meetings and
Projects

All 8 sites designated a staff member or staff liaison
as meeting facilitator; at 1 site a patient co-chair
functioned as cofacilitator along with a designated
staff member. Facilitators were responsible for pro-
viding a safe space for all members to be involved,
including reigning in members who had more
dominant communication styles that could over-
power meetings. The role of a staff person to fa-
cilitate smoothly was described by 1 patient as akin
to an orchestra conductor:

“...If we’re to be the model of patient advisory,
we have to work out these kinks and to function.
Like, I see the facilitator as a conductor and we are
the musicians. One plays cello, one plays violin, one
plays the piano. We all play our own music, every-
body does, and the conductor is to synchronize and
harmonize.”

Skilled facilitators were described to effectively
nurture project ideas from the PAC, but also seek
patient feedback on projects and programs intro-
duced by the clinic. Facilitators helped to translate
patient experiences into realistic projects, and tri-
aged possible project ideas and identified those that
were not feasible: “It just seems that the staff mem-
bers who are on the council and the clinicians who
are on the council are helpful in guiding the pa-
tients to take their experience and putting it into
some kind of practical project that both will find
beneficial and useful.” Facilitators also transmitted
information about PAC meetings to the rest of the
clinic.

Interestingly, many PAC facilitators described
learning facilitation skills on the job without prior

training. Over time, they developed confidence in
their ability to mediate dominant members and
usher group discussion more toward specific,
achievable projects.

Theme No. 3: Clarity between PAC Members and
Clinic Staff Regarding Accountability Is Key for
Project Implementation

Respondents commonly discussed that PAC meet-
ings foster conversation between patients and staff
that generates ideas for practice improvement proj-
ects. However, there were differing expectations
between staff and patients on who has primary
responsibility for implementing clinic-level prac-
tice improvement projects. A majority of patients (6
patients, 1 staff) believed that it was the role of the
clinic or staff liaison to work with the rest of the
clinic to operationalize new projects. It was unclear
whether this was an expectation that was promoted
by clinic staff, but many patients described their
staff or clinician liaison as taking responsibility for
making progress on PAC projects: “[the clinician]
is a really in-the-know person here in the clinic. I
do not know exactly what her position is, but she’s
got enough pull that she gets things done. And she
takes our suggestions and gets them done.” Staff
members were acknowledged as having more access
to clinic logistics: “there’s a project that is happen-
ing here, but it takes the staff to integrate it... So a
lot of the decision or action plan falls on their
shoulders.”

In contrast, 6 respondents (4 staff, 2 patients)
opined that patients should assume a share of the
responsibility for moving projects forward. One
staff member described how project selection and
facilitation can foster more accountability when the
patients are engaged: “So see, when they are pas-
sionate about it and when we can ask in a specific
way to encourage them to be more involved, then it
works. If we’re not able to do that and if they are
just not interested, then it will not work.” Staff
liaisons alluded to being overburdened with PAC-
specific work, and the possibility of increased pa-
tient support was one possible strategy to offset
their workload. One patient commented on a mid-
dle ground of shared accountability between pa-
tients and staff: “If all the work had to be done by
the clinic alone it would not be possible, so the
patient has to cooperate too to make some changes,
we have to work together, both patients and doc-
tors.”
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Despite these challenges, the majority of re-
spondents described a diverse array of successful
clinic improvement projects implemented by
PACs, including patient communication tools, clin-
ical care, the clinic’s physical space, and clinical
workflows or systems (Table 3).

Theme No. 4: By Spreading Awareness of a PAC and
its Projects to the Clinic at Large, Clinics can
Promote a Culture of Support and Buy-in for
Patient Engagement Activities

Of the many domains where patients and staff re-
ported a PAC impact, a common finding was that
over time, there was a notable change in “clinic
culture” in which clinic staff became more recep-
tive to patient-centered care, as well as more recep-
tive to working with the PAC:

“From what I've experienced in the 4 years that
I’'ve been here now... [the PAC] makes a huge
difference. It makes a huge difference about how
providers think about how they interact with the
patients, how the staff think about the work that
they are doing, how patients feel involved in the
care that they are receiving, versus being just some-
thing or a place they come to.”

This change could happen early on, as a PAC
begins to enact projects, or over time, as staff be-
come more exposed to patient advisors and hear
their experiences of care: “And then the culture has
also been transitioning and some of the verbiage
that I hear around in different meetings, managers
are starting to say ‘this came from the PACs’. So
then nobody questions it as much, so they are
gaining a positive reputation.”

Through this clinic culture change, PACs were
described as having more authority or “pull” at a
clinic, such that they became a resource or sound-
ing board for new ideas.

At sites that have invested in PACs, ongoing
patient input was seen by staff as an essential com-
ponent of achieving a culture of patient engage-
ment: “How can we talk about patient-centered
care without having patients at the table?”

Discussion

Key informants from these high-performing PACs
identified a number of best practices for establish-
ing and maintaining a PAC, derived from common
successes and challenges from PAC-clinic partner-
ships. As one of the few existing studies of PACs,

our findings provide guidance for health care orga-
nizations interested in establishing an advisory
council.

Our findings provide insight that may help prac-
titioners anticipate and address some of the chal-
lenges of PACs. Identifying patients with excellent
communication skills as well as recruiting member-
ship reflective of the patient population served
emerged as dual and possibly competing priorities.
By specifically recruiting excellent communicators,
patients who may be more comfortable in facili-
tated meeting settings may be more likely to be
nominated. These findings suggest that more time
and resources are needed to recruit and support
patients from hard-to-reach groups served by the
clinic. Clinics may need to provide orientation and
training to help prepare members who may be less
experienced with group or meeting structures and
processes.

Clinic staff also need support to provide the
robust facilitation needed for successful PACs. Staff
members described a lack of preparation on how to
facilitate meetings and a sense of learning facilita-
tion skills on the job. This stands in contrast with
other patient group programs such as Centering
Pregnancy or group visits for chronic pain, which
provide formal facilitation training to providers or
staff.'*!> As PACs become more common in the
primary care setting, a future best practice could
include trainings for staff liaisons in group facilita-
tion and conflict resolution to best prepare for
mediating diverse and dominant communication
styles in meetings. Of note, all participating clinics
had a staff member serve as either the group facil-
itator or co-facilitator. Future PACs may encour-
age patient members or other personnel to take the
lead in PAC meeting discussions.

Our third finding identified dissonance between
staff and patient perceptions of who is accountable
to complete projects. Although staff members have
a far better understanding of the inner logistics of a
clinic and how to enact change, both staff and
patient contributions are needed to operationalize
projects. Having clear expectations regarding the
time commitment and role of both the staff cham-
pion as well as patient members is a best practice
that can help address this ambiguity.

It was an unexpected finding that so many staff
members described a transformation in clinic-wide
culture after working with a PAC. Patients did not
speak to this effect, which may be due to their lack
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of exposure to a clinic’s inner workings and staff
meetings where such changes in dynamics may be
most noticeable. This resonates with a recent study
of Accountable Care Organizations (ACO) that
found a positive association between ACO use of
patient engagement activities and ACO leaders’
belief that patient engagement has a positive ef-
fect.'®

Although impactful projects were described by
all respondents, the data did not reveal practical
strategies to quantitatively evaluate the success of
PACs, although some staff job responsibilities in-
cluded monitoring patient experience measures. As
PACs work with practice-improvement teams, de-
veloping metrics to assess PAC success is an impor-
tant future area of inquiry. Although respondents
did not describe metrics of success, there was over-
arching concordance that working with a PAC was
worth the time it takes, which resonates with a
recent cross-sectional survey conducted with prac-
tice leaders working in patient engagement at com-
munity health centers.'”

Limitations of this analysis include a small sam-
ple size and focus on Northern California, although
we did capture both urban and rural sites. Our
results are most generalizable to primary care
health centers primarily serving the safety net in
which system leadership supports patient engage-
ment efforts. Given that there is no validated met-
ric to identify if the clinics that were nominated
actually had “high-functioning” advisory councils
or not, our sampling strategy was based on key
informant opinion and may not have included all
eligible sites. Because we interviewed 1 staff and 1
patient member from clinics and had 1 study site
that did not nominate a patient interviewee, we
may have encountered reporting bias by focusing
on engagement champions and patient leaders
within advisory councils who were likely predis-
posed toward speaking more positively about coun-
cils. Similarly, the sites we interviewed may not
experience the same barriers and challenges faced
by clinics with newer or less successful PACs,
which means we may not have identified all salient
barriers. However, our goal was to conduct a pos-
itive-deviance study focusing on “bright spots”
within advisory council work and highlight suc-
cesses in the field.

Our findings validate some of the case-based
recommendations found in online resources, tool-
kits, and case studies about advisory councils.'® For

example, multiple toolkits recommend a PAC
membership size range that includes 7 to 15 mem-
bers, meeting on either a monthly or quarterly
basis, and offering reimbursements.'”?° As dis-
cussed by our respondents, recruitment based on
communication skills as well as to ensure a council
reflects the patient population served are high-
lighted in online resources.”’ The positive culture
change catalyzed by PACs is also mentioned as a
benefit at other health care organizations who have
invested in patient engagement.”’

Conclusions

This formative study found a number of practices
that may be essential for successful PACs in pri-
mary care settings. These practices include an in-
tentional recruitment strategy, providing facilitator
training and support, making sure clinic and PAC
have clear workflows establishing accountability for
project implementation, and promoting awareness
of PAC contributions. In our study, both patients
and staff working with high-functioning PACs be-
lieved that their activities had a positive influence
on clinic programs, clinic culture, and patient care.
As the field of clinic-level patient engagement
evolves, these practices can be tested in future in-
terventions to understand more about the demon-
strable effect of PACs.
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Appendix 1: Interview Guides

Patient engagement as transformation partners in
primary care practices

Interview/focus group guide

Confirm permission lo record once recorder is turned on
Before we begin, may I have your permission to
record this interview? As a reminder, you are free
to ask me to turn off the recorder at any time.

Staff Version
Warm-up
1. How are you involved in practice improvement
at your health center?

2. What is your connection with patient engage-
ment?

3. How long have you been involved in this
capacity? What motivated you to get involved?

Body of interview

4. Tell me about the first times that you worked
with patients to improve something at your health
center.

Potential probes: What kind of concerns did you

feel about working together with patients in this

way? What motivated you to work together?

What surprises did you experience along the

way? What was the outcome of your work to-

gether?

5. Has there been a turning point or has any-
thing changed during your experience?

6. Tell me about a time when you tried to
engage patients in a practice improvement effort,
and it did not work well. What happened?

7. Tell me about the opposite type of experience:
what was a time when patient engagement worked
really well? What made that possible?

8. What skills do you think that staff and patients
need to gain to partner effectively?

9. What are the biggest barriers at your clinic to
meaningful patient engagement?

10. How has patient input changed your clinic?

Potential probes: Services? Policies? Attitude?
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11. To what degree do you think your board is
representative of patients? What voices do you
think are underrepresented?

12. Looking back, what would you do differ-
ently?

13. Something I've struggled with is whether
cohesion of a group is due to the groups make-up,
or how similar the views of patients are. What do
you think about this?

Cool-down
12. What advice would you offer to other practices
wanting to work with patients to improve the way
their clinics work? What lessons have you learned?
13. If you could dream big, what would you like
patient engagement to look like in 10 years in your
clinic?
14. Can you recommend patient leaders on your
board I can speak with?
15. Can you recommend anyone I can speak
with at another clinic doing this type of work?
What would be useful for you to learn from this
needs assessment? What would you like to know
from other health clinics doing this work?

Patient engagement as transformation partners in
primary care practices

Interview/focus group guide

Confirm permission to record once recorder is turned on
Before we begin, may I have your permission to
record this interview? As a reminder, you are free
to ask me to turn off the recorder at any time.

Patient Version
Warm-up
1. How are you involved in practice improvement
at your health center?

2. What is your connection with the clinic?

3. How long have you been working with the
clinic in this capacity?

Body of interview

4. Tell me about the first times that you worked
with staff to improve something at your health
center.

Potential probes: What kind of concerns did you

feel about working together with staff in this

way? What motivated you to work together?

What surprises did you experience along the

way? What was the outcome of your work to-

gether?

(what happens with suggestions from suggestion

box?)

5. Has there been a turning point during your
experience? Or, has there been a ‘light bulb mo-
ment’ that has caused a transition or changed your
experience or commitment?

6. Tell me about a time when you tried to
engage clinic staff in a practice improvement effort,
and it did not work well. What happened?

7. Tell me about the opposite type of experience:
what was a time when working together with clinic
staff worked really well? What made that possible?

8. What skills do you think that staff and patients
need to gain to partner effectively?

9. What are the biggest barriers at your clinic to
meaningful patient engagement?

10. How do you think that your input has
changed your clinic?

Potential probes: Services? Policies? Attitude?

11. Looking back, what would you do differ-
ently?

Cool-down
12. If someone in a primary care practice were to
ask you what they could do to work with patients to
improve the way their clinics works, what advice
would you offer? What are your lessons learned?
13. If you could dream big, what would you like
patient engagement to look like in 10 years in your
clinic?
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