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Abstract

Objective—The aim was to describe barriers to patient and family advisory council (PFAC) 

member engagement in research and strategies to support engagement in this context.

Methods—We formed a study team comprising patient advisors, researchers, physicians, and 

nurses. We then undertook a qualitative study using focus groups and interviews. We invited PFAC 

members, PFAC leaders, hospital leaders, and researchers from nine academic medical centers 

that are part of a hospital medicine research network to participate. All participants were asked a 

standard set of questions exploring the study question. We used content analysis to analyze data.

Results—Eighty PFAC members and other stakeholders (45 patient/caregiver members of 

PFACs, 12 PFAC leaders, 12 hospital leaders, 11 researchers) participated in eight focus and 

19 individual interviews. We identified ten barriers to PFAC member engagement in research. 

Codes were organized into three categories: (1) individual PFAC member reluctance; (2) lack 

of skills and training; and (3) problems connecting with the right person at the right time. We 
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identified ten strategies to support engagement. These were organized into four categories: (1) 

creating an environment where the PFAC members are making a genuine and unique contribution; 

(2) building community between PFAC members and researchers; (3) best practice activities for 

researchers to facilitate engagement; and (4) tools and training.

Conclusion—Barriers to engaging PFAC members in research include patients’ negative 

perceptions of research and researchers’ lack of training. Building community between PFAC 

members and researchers is a foundation for partnerships. There are shared training opportunities 

for PFAC members and researchers to build skills about research and research engagement.

1 Introduction

The evolution of patient-centered care and shared decision-making models has resulted in 

increasing efforts to partner with patients, family members, and caregivers to obtain their 

input and perspectives on healthcare [1]. One approach for healthcare organizations to form 

partnerships with patients and hear directly from them is through patient and family advisory 

councils (PFACs). PFACs are groups of patient partners (patients, family members, or 

caregivers) who meet regularly and share their experiences of care, or collective perspectives 

on a specific topic, with health service lines and hospital leaders [2]. A guiding principle 

of this engagement is that patient partners are ideally positioned to share their perspectives 

given that their perspectives are unique and given their lived experience through all stages 

of suffering, treatment, and healthcare delivery processes [3]. This direct and uncensored 

feedback is then used to inform health system improvement and guide organizational 

patient-centered care efforts.

A 2013 survey of 1457 acute care hospitals in the United States found that 38% had 

PFACs, with a more recent report by the Beryl Institute noting that the prevalence of 

PFACs has increased to 55% [4, 5]. PFACs are operationalized depending on the healthcare 

organization needs—they can be organization-wide, site specific (e.g., for multi-site hospital 

systems), disease specific (e.g., diabetes), service line specific (e.g., internal medicine), or 

subgroup specific (e.g., LGBTQ) [6-8]. Examples of activities PFAC members are requested 

to be involved with include quality improvement, patient safety, and operational initiatives 

such as fall prevention, hospital signage redesign, assessing patient furniture for patient 

rooms, clinician–patient communication, assessment of patient-facing educational materials, 

development of patient portals, and redesigning bedside rounds [2, 6, 8-10].

PFACs also provide a potential opportunity for research engagement, although this process 

is not well described. Patient partner engagement in research has gained momentum due 

to mandates by funding agencies and journal editors as well as an acknowledgement of 

the moral imperative to place patients at the center of all research activities [11-13]. A 

recent commentary, co-authored by a patient, described the process of patient engagement 

in research as ensuring that a human face of the research topic is represented within 

all research activities [14]. The benefits of patient–researcher partnerships are numerous 

and include greater relevance of research questions and outcome measures, more patient-

centered and culturally appropriate methods, increased recruitment and retention, and 

increased translation, dissemination, and uptake of results [12, 14]. There is increasing 
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acceptance that engaging and collaborating with patient partners leads to better quality 

research [12, 14].

Patient partner engagement in research is feasible, and awareness is growing [15]. A number 

of publications describe when in a research study’s timeline patients can successfully 

contributed their perspectives [16, 17]. General frameworks that describe overarching 

research engagement principles have also been developed to help guide this process [15, 18]. 

This includes one framework that focuses specifically on patient partners who are members 

of PFACs [19]. However, as PFACs’ primary function is not typically related to research, 

the feasibility of this approach to engaging PFAC members is unclear. Understanding how 

researchers can effectively partner with PFAC members to harness their experiences and 

expertise and to inform research continues to evolve. Therefore, the aims of this study were 

to describe the challenges and barriers to PFAC member engagement in research and to 

explore opportunities to support the research engagement process in this setting.

2 Methods

2.1 Study Design and Oversight

We conducted a qualitative study using focus groups and interviews between February 

and April 2017. This study was reviewed and approved by the University of California 

San Francisco (UCSF), Brigham & Women’s Hospital (BWH), and Christiana Care Health 

System (CCHS) Committees on Human Research.

2.2 Patient Stakeholder Engagement

Patient partners (CH, GS, JB, and MC) are collaborators and part of the research team 

for this study. They have been involved in all stages of the study, including development, 

implementation, data analysis, and dissemination.

2.3 Setting and Participants

The study took place within the Hospital Medicine Re-Engineering Network (HOMERuN), 

a research collaborative that facilitates and conducts multi-center research to improve 

the outcomes of patients with acute illnesses [20]. HOMERuN represents 14 academic 

and community-based medical centers across nine states in the USA and includes an 

inter-professional team of clinicians and researchers. All sites have access to patient 

partners through existing institutional PFACs. Using purposive sampling [21], we asked 

site leads at each HOMERuN medical center to identify and invite via email PFAC leaders, 

hospital leaders, and researchers who all had previous experience in patient engagement 

to participate. We then invited PFAC members (patients, family members, or caregivers) 

from four HOMERuN sites (UCSF, BWH, CCHS, and the University of Pennsylvania) to 

participate in a focus group. These four sites were chosen because of the feasibility of being 

able to conduct in-person focus groups. We provided a $25 gift card to PFAC members who 

participated in focus groups.
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2.4 Data Collection

We held structured interviews with participants in-person or over the telephone. Focus 

groups with PFAC members and PFAC leaders were all held in-person. An additional focus 

group with hospital leaders and researchers at CCHS was also conducted. Participation 

by participant type and method of data collection is shown in Fig. 1. We developed 

a study-specific interview and focus group guide that was informed by previous work 

related to general patient engagement in research, but that did not specifically relate to 

PFAC member engagement in research [3, 13, 22, 23]. Questions focused on exploring 

participants’ experiences and challenges of engaging PFAC members in research and 

on potential solutions to overcome these challenges (see the online appendix; electronic 

supplementary material). Further probes were used as necessary to elicit greater detail 

dependent on participants’ responses. All interviews and focus groups were led by an 

experienced qualitative researcher (JDH) and audio-recorded.

2.5 Data Analysis

We de-identified the transcripts of focus groups and interviews to ensure confidentiality and 

limit analytic bias [24]. We organized data analysis around the study questions: barriers 

to PFAC member engagement in research and support for PFAC member engagement in 

research. We used content analysis to systematically examine the transcripts in order to 

obtain a condensed understanding and description of content [25]. We hypothesized that 

previously reported general patient engagement in research principles might also translate to 

PFAC member research engagement; therefore, we conducted theory-driven (deductive) [25] 

open coding using categories identified from previous studies [3, 13, 22, 23]. Reviewers 

determined whether these categories could be identified within our study’s dataset. In 

parallel, we also undertook a data-driven (inductive) [25] open coding approach to identify 

codes from our data set that had not been previously described in the literature and that 

were unique, or of elevated importance, for PFAC member engagement in research. Two 

trained reviewers (JD and SC), supervised by JH, independently performed open coding 

using both a theory-driven and data-driven approach to identify coding categories. To ensure 

methodological rigor, throughout analysis, reviewers (JD, SC, and JH) met to refine and 

define coding categories, and coding disparities were discussed and resolved by negotiated 

consensus [26]. Coding categories were then grouped into higher-order categories. Patient 

partners on the study team (see Sect. 2.2) were asked to participate in data analysis and to 

help choose the nomenclature for codes and categories to ensure these remained relevant and 

meaningful from their perspective.

3 Results

3.1 Participants and Data Collection Methods

We conducted eight focus groups and 19 individual interviews with 80 participants including 

45 PFAC members, 12 PFAC leaders, and 11 researchers with experience in patient 

engagement in research and 12 hospital leaders. Study participants represented nine sites 

from the research network HOMERuN. Participation in focus groups or interviews is 

summarized in Fig. 1. In total, 48 women and 32 men took part in the study. The average 

length of focus groups was 52 min (range 19–82 min), and for interviews it was 29 min 
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(range 17–43 min). Thematic saturation appears to have been reached given the same codes 

and concepts were reported in the final focus groups and interviews.

3.2 Barriers and Challenges to PFAC Member Engagement in Research

We identified ten codes describing barriers and challenges to PFAC member engagement 

in research. Of these codes, seven were identified during theory-driven coding and are 

based on factors identified in prior studies describing barriers to patient engagement in 

research outside of PFACs: “distrust of research,” “tokenism,” “patients’ lack of skills and 

experience,” “researcher lack of skills and experience,” “eliciting individual voices,” “lack 

of diversity,” and “time commitment.” Three new codes emerged from our data-driven 

approach to analysis: “questioning the value of research,” “fears of feeling useless,” and 

“issues with recruitment and sustaining engagement.” All codes were then organized into 

three higher order categories. The first category, “individual PFAC member reluctance,” 

describes the negative perceptions of research held by PFAC members that limit their 

willingness to participate and engage in research. The second category, “lack of skills and 

training,” highlights that PFAC members and researchers often do not have the necessary 

expertise to meaningfully collaborate and form research partnerships. The third category, 

“problems connecting with the right person at the right time,” reflects the challenges 

associated with recruitment, retention and sustainability of PFAC member engagement in 

research. Codes, code descriptions, and representative quotes are shown in Table 1. A 

summary of the relationship between codes and categories is shown in Fig. 2.

3.3 Tools, Practices, and Activities to Support PFAC Member Engagement in Research

We identified ten codes describing practical steps to support and operationalize PFAC 

member engagement in research. Of these, two codes were from our theory-driven approach 

to analysis and had been noted in previous literature around more general approaches 

to supporting patient engagement: “compensation for time and expertise” and “PFAC 

member and researcher training.” The remaining eight codes emerged from our data during 

data-driven coding: “consistent and ongoing engagement,” “knowing PFAC members’ 

skill sets and interests,” “building community,” “equalizing roles,” “expectation setting,” 

“information in clear, plain language,” “being specific with tasks,” and “being authentic to 

build trust.” Codes were organized into four categories: “creating an environment where 

PFAC members make a genuine and unique contribution”, “building a sense of community 

between PFAC members and researchers”, “best practice activities for researchers to 

facilitate engagement” and “tools and training.” Codes, code descriptions, and representative 

quotes are shown in Table 2, and a summary of the relationship between codes and themes is 

shown in Fig. 3.

4 Discussion

Engaging patients and families as collaborators is increasingly expected and valued in 

research [12, 14]. PFACs, which are highly prevalent across US hospitals and health 

systems, provide a potential opportunity to access patients for research engagement [4, 

5]. However, the nuances of engaging PFAC members in research have not been well 

defined. This study identifies a number of barriers to engagement of this specific patient 
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stakeholder population, but more importantly also describes a number of solutions to support 

the engagement process. Practical activities that facilitate PFAC member engagement are 

sorely needed given much of the focus to date has been on efforts to describe the value of 

engagement or the development of frameworks that only outline overarching engagement 

principles.

PFAC members in our study highly endorsed a partnership role where they and the research 

team were equal partners, with all voices and perspectives valued [1]. Despite this, PFAC 

members did describe a number of sub-optimal experiences where their preferences for 

engagement were not met. Some felt that their presence was merely to fulfill a quota or was 

just a symbol of engagement rather than an authentic partnership. The concept of tokenism 

in patient engagement in research has been reported previously by Supple et al., who warn 

against this practice [27]. Our study confirms that the perception of tokenism is a real barrier 

to patients’ willingness to become involved in research.

In our study, other barriers to engagement were of a more personal nature. Some expressed 

fears of being useless or appearing not informed, and many had misunderstandings of the 

role of scientific research in improving health and outcomes. These individual barriers 

are new factors to be considered during the engagement of these specific stakeholders. 

Ultimately, the underlying cause of many of these beliefs may be a result of PFAC members’ 

lack of direct experience with research. This has been noted elsewhere by Cottrell et al. 

in a review of barriers to stakeholder engagement in systematic reviews [28]. Many PFAC 

leaders and researchers in our study noted that while there is a learning curve for patients 

as they engage in research, this barrier is not insurmountable. Importantly, our study also 

acknowledges that researchers also lack the skills and expertise to effectively engage with 

patient stakeholders. Principal investigators of 47 research studies where patient engagement 

was mandated also support this finding [22]. Research investigators noted that one of the 

main challenges they faced was a lack of training and skills to effectively partner and engage 

with patient stakeholders [22].

Our study reports a series of recommendations and activities that can be translated into 

practice to facilitate PFAC member engagement in research. Financial and other non-

monetary support to acknowledge PFAC members’ time and expertise was noted by almost 

all participants in our study. Compensating patient stakeholders for their involvement in 

research is endorsed by some funding agencies; however, this practice is not widespread 

[11]. This is a fundamental change in how researchers plan and prepare budgets for their 

studies.

Creating comradery and a sense of community between PFAC members and researchers 

was believed to be an essential foundation for effective engagement. It may be beneficial to 

move beyond research project activities to also include activities that allow teams to get to 

know one other on a personal level; including summaries of life events in study newsletters, 

or using independent facilitators to lead ‘ice-breaker’ sessions between PFAC members 

and researchers. Similarly, using first names, sitting down when presenting, and dressing 

casually are all simple but highly effective strategies for researchers to help remove the 

power differential between ‘experts’ and patient stakeholders. These engagement activities 
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highlight areas where researchers likely need additional communication skills training. They 

also highlight that building trust and collaborative partnerships between PFAC members and 

researchers takes time that should be taken into account in research timelines.

Our study has a number of limitations. The PFAC members who took part are highly 

engaged and many have previous experience in engaging in research; therefore, our findings 

may not be generalizable to other patient stakeholder groups. While HOMERuN includes 

some community-based medical centers, participants in this study were from academic 

medical centers, potentially limiting our findings to other clinical environments. The 

feasibility of how to implement some of the strategies to support patient engagement in 

research was not always clearly defined by participants and will require further work to 

determine.

5 Conclusion

Barriers to engaging PFAC members in research relate to negative perceptions of research 

and researchers’ lack of training in engagement. Creating supportive environments to 

build community between PFAC members and researchers is a foundation to effective 

partnerships.

6 Practice Implications

Our study has identified a number of shared training opportunities and activities for PFAC 

members and researchers to build skills about research and research engagement. Many of 

the activities described to support PFAC member engagement in research have the potential 

to overcome the barriers to engagement that we also identified in this study. These findings 

can inform the content of toolkits and other training to support PFAC member–researcher 

engagement in research.

Supplementary Material

Refer to Web version on PubMed Central for supplementary material.
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Key Points for Decision Makers

Patient and family advisory councils (PFACs) provide an opportunity for research 

engagement.

Barriers to engaging PFAC members relate to negative patient perceptions of research.

A lack of researcher training in engagement methods is also a barrier.

Creating supportive environments to build community are a foundation to partnerships.
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Fig. 1. 
Participants and data collection approach. PFAC = patient and family advisory council
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Fig. 2. 
Codes and themes describing barriers and challenges to PFAC member engagement in 

research. PFAC = patient and family advisory council
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Fig. 3. 
Codes and themes describing opportunities and strategies to support PFAC member 

engagement in research. PFAC = patient and family advisory council
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Table 1

Barriers and challenges to PFAC member engagement in research

Code and code definition Representative quotes

Theme 1: Individual PFAC member reluctance

 1.1 Distrust of researcha: 
Patient stakeholders having a 
distrust of research process, and 
the institutions

“There is a great deal of suspicion amongst groups 
that have been disenfranchised when they hear the 
word research” (PFAC member)

“Reading levels and language that they cannot 
understand raises a level of suspicion…” (PFAC 
member)

 1.2. Questioning the value 
of research: A need to show 
patients why patient involvement 
in research is important

“The challenging part for me was … to help them to understand that this was an important project 
… for them because it would have great implications … specifically because it was designed for their 
population”(PFAC leader)

 1.3. Fears of feeling useless: 
Patients do not participate as they 
feel too uncomfortable to share 
their views because they might be 
perceived as not informed

“You feel stupid asking questions, and you don’t 
want to slow down the process. You tend to hold 
back” (PFAC member)

“They’re intimidated. When they sit and they see 
all these wonderful, educated faces around the 
table, they get a little nervous. They’re like – there 
are six doctors and me” (Hospital leader)

 1.4. Tokenisma: Participants 
feel like they are just there to 
satisfy a condition “checking off 
a box”

“One of the greatest challenges for me was I felt that my engagement wasn’t appreciated, that the 
information that I brought to the table wasn’t viewed in a way that it was going to be able to be 
incorporated into the research to really help people. The bottom line was I just didn’t feel like I was there 
to make a difference. I was just there to be on the committee, not to really provide input” (PFAC member)

Theme 2: Lack of skills and training

 2.1. Lack of skills and 

experience (patients)a: Patients 
are reluctant to engage in research 
because they feel they do not have 
the skills

“The patients have a huge learning curve ahead 
of them. Some of our panelists had some form of 
science background … but many of them, in fact 
most of them, don’t. So coming into to research 
was a whole new thing for a lot of these people” 
(Researcher)

“I think the lack of knowledge of the Institutional 
Review Board (IRB), research methods and 
processes is a barrier” (Researcher)

 2.2. Lack of skills 
and experience (researchers): 
Researchers not trained/skilled in 
patient engagement in research

“I think the challenge is knowing how to do it 
[engagement], I mean … I don’t think I was ever 
trained on how to do it” (Researcher)

“We’re not trained in how to engage… I think it 
goes back to how we educate researchers on how 
to engage and why it’s important” (Researcher)

 2.3. Eliciting individual 

voicesa: In big PFAC groups, it 
is difficult to make each voice 
important

“When I get everybody in a room together … people tend to agree with each other a lot, but also … 
you have to really know and have experience in doing group meetings. You have to really understand 
group dynamics and be able to make sure everybody has a voice and everybody feels free to give their 
opinions…”(PFAC leader)

Theme 3: Problems connecting with the right person at the right time

 3.1 Lack of diversitya: 
Difficulties representing diversity 
in engagement efforts

“We have so many different cultures represented 
in our hospital, but we don’t really have enough 
cultures represented” (PFAC member)

“I think you also need those that are non-English-
speaking or different cultures. I think often there 
is also a cultural aspect that isn’t integrated as 
much…” (Researcher)

 3.2. Issues with recruitment and 
sustaining engagement: Finding 
the appropriate time to recruit 
patients and maintain engagement

“We’ve had it where it’s not a perfect fit. They’re 
too angry. They’re too upset. They’re still grieving. 
It doesn’t mean you’re never going to participate. It 
just might be kind of hard right now” (PFAC leader)

“I think life gets in their way, just like it does ours 
… I’m asking them to volunteer this time when 
they’re just getting their lives back together” 
(Hospital leader)

 3.3. Time Commitmenta: Does 
it fit in the participant’s schedule? 
Are participants willing to 
continually engage despite the 
potentially long research period?

“I think time is a barrier. Sometimes we try to 
fit it into an 8:00-to-4:30, Monday-through-Friday 
thing, when many of the researchers are available, as 
opposed to the patient…We’re doing it on our time 
clock, not their time clock” (Hospital leader)

“I would say to be mindful of the limitations 
that people have and how that affects their 
ability to engage in research – so in terms 
of what someone’s work schedule is and what 
responsibilities they have outside of that work 
schedule influences how available they are to 
contribute” (PFAC member)

PFAC = patient and family advisory council

a
Codes are similar to those previously identified regarding general patient engagement in research
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